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Abstract 
The transition into adulthood is one of significance as societal expectations require a person to 
participate in adult occupations that contribute to their community. While the significance of 
transition has been well recognised, consideration is still being given to how this process can be 
best supported. Health care transition is seen as the planned movement of young people with 
chronic conditions from paediatric to adult orientated care systems. Processes surrounding 
transition to adult health services became topical when it was realised that young people have a 
heightened risk of being lost to medical follow up during this time, impacting their long term health 
outcomes. Discussion regarding what is best practice to facilitate transition between services has 
resulted in a number of guiding principles being advanced. The need to prepare and guide families 
through a gradual process, and address the medical, psychosocial and vocational needs of young 
people, underpins many of these principles.  
 
Acquired brain injury (ABI) can be described as any injury sustained to the brain and may be the 
result of trauma, stroke, hypoxia, surgery or infection. It has been identified that people who sustain 
an ABI during childhood are at risk of having poorer outcomes with respect to health, employment 
and lifestyle compared to their peers and as a result, may require support well into adulthood.   
 
The overall aim of this thesis was to ascertain the effectiveness of a formal transition program for 
young people with ABI. In order to answer the proposed question, two distinct studies were 
undertaken. The first study focused on program development. This study was exploratory in nature, 
and sought to gain an understanding regarding the complexities associated with transition for young 
people with ABI. The specific aims of Study 1 were to:  
1. understand the life circumstances of young people with ABI following transition to 
adulthood, in relation to their living arrangements, support structures utilised, health care 
management, and participation in work, education, and leisure activities 
2. ascertain the current transition practices utilised by the primary paediatric rehabilitation 
service in a state of Australia (Queensland), and their impact on young people with ABI and 
their families 
3. understand the environmental, social and health context of young people with ABI who are 
in the process of transitioning from paediatric services 
4. identify specific content that could inform a transition program for young people with ABI 
5. identify specific transition processes required within a transition program targeted towards 
young people with ABI. 
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Data from Study 1 were utilized to develop a transition program. Study 2 was an evaluation of the 
implementation of this program, with the overarching question: Does the proposed transition 
program facilitate the transition of young people with ABI and their families as they exit from 
paediatric rehabilitation services? Transition was considered successful when the young person with 
ABI and his/her family were aware of the adult services available to them after transition. 
Transition was also considered successful when the young person demonstrated an improvement in 
the skills necessary to engage in adult life. It was anticipated that this would occur through the 
provision of client-centred care and the appropriate, timely communication of information on the 
topics relevant to transition. Therefore, increased awareness, skill development and perceived 
client-centred care were the markers against which the transition program was evaluated. 
 
Study 1 employed a concurrent mixed methodology. Perspectives were gained from 109 
stakeholders including young people with ABI aged 18-22 (n =19), their family members (n =26), 
paediatric rehabilitation clinicians (n =25), adult rehabilitation clinicians (n =23) and community 
support service providers (n =16). A combination of questionnaires, semi-structured interviews and 
focus groups were used. Data were analysed using descriptive statistics and content analysis.  
 
Within Study 2, 21 young people with ABI and their families participated in a pilot transition 
program. Quantitative methods using standardised measures and customised questionnaires were 
used to measure change. Outcome measures included the young person’s and his/her family’s 
awareness of services available to support young people during adulthood and their independence in 
skills relevant to adulthood. The specific components of the transition program and the resources 
developed for use within it were evaluated and the clinical resources required in implementing this 
program within a paediatric rehabilitation service was explored. 
 
Study 1 identified that transition was identified as a complex issue, influenced by the interaction 
between multiple factors derived from the individual with ABI, their family, the environment and 
health care setting. Specific content and strategies including goal setting, skills training, family 
support, education and interagency collaboration were identified as important elements of a 
transition program for young people with ABI. 
 
The pilot was successful in meeting the third objective as participants reported overall high levels of 
satisfaction and client centred care. There were no significant improvements with respect to 
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increased knowledge of services available during adulthood or in the level of functional 
independence of the young person during this period. 
 
This study provides insights into the complexities associated for young people with ABI at the time 
of transition. It indicates that a transition program is required to support these young people 
navigate these complexities. Preliminary findings indicate that the proposed transitional care 
program provides client centred care. Non significant change in performance and knowledge related 
outcome measures however, indicate that further research is required to refine this program. 
Insights into clinical resources required to provide transitional care services may assist in providing 
support to service planning.   
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1 
Chapter 1: Introduction and Thesis Outline 
 
Transition to adulthood has been recognized as an important consideration for the health of young 
people with chronic conditions. Health care transition in this context is defined as the “planned and 
purposeful movement of adolescents with chronic conditions from child centred to adult orientated 
care systems” (Blum et al., 1993, p. 570). Transition processes have been a point of discussion 
since the early 1990s, when it was realised that young people who did not engage in a formal 
transition process were at a heightened risk of being lost to medical follow up, impacting their long 
term health outcomes (Grant & Pan, 2011). Since this time, there has been considerable discussion 
regarding what is the best practice to facilitate transition between services (Betz et al., 2014). As a 
result of these discussions, a number of recommendations and “best practice” principles have been 
put forth. Recommendations for transition have emphasised the need to prepare families, proposing 
that this should not be an abrupt, unexpected event but rather a guided, intentional process which 
addresses the medical, psychosocial and vocational needs of young people as they move out of 
paediatric health care services (Berg Kelly, 2011; Blum et al., 1993). Some transition advocates, 
who specialise in the management of people with specific conditions, have progressed from these 
generalised principles and developed transition programs tailored to people with specific medical 
conditions, for example cancer, diabetes, spina bifida, epilepsy and other neurological conditions.  
 
Acquired brain injury (ABI) can be identified as a neurological condition which results from an 
injury sustained to the brain by trauma, stroke, hypoxia, surgery or infection (Fortune & Wen, 
1999). Children who sustain a brain injury are at risk of having poorer outcomes with respect to 
health, employment and lifestyle compared to their non-injured peers. As the result of the functional 
implications of their injury, young people with ABI may require support well into adulthood (Benz, 
Ritz, & Kiesow, 1999). Success in adult life is often associated with intellectual ability, 
dependability, self confidence, self control and an ability to set realistic goals (Masten et al., 2004). 
A person with ABI may experience difficulty in one or all of these areas (Grafman & Salazar, 
2015). Young people with ABI can potentially be identified as a unique group of people who 
require specific consideration during the transition process. Within the field of ABI however, there 
has been limited research into the needs of young people transitioning to adulthood and adult health 
services.  
 
Given the paucity of information specifically on transition for young people with ABI, it is 
necessary to examine more generic transition practices. There are some limitations with this 
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approach however, as most studies exclude people with cognitive impairment from their samples. 
Therefore, it is unknown if the generic recommendations made regarding transition practices would 
be appropriate for people with ABI (Gleeson & Turner, 2012).  The question which therefore, 
forming the basis of this thesis is, does participation in a formal transition program support young 
people with ABI and their families as they exit paediatric rehabilitation services in order to engage 
with and participate in roles associated with adulthood? Before the feasibility of such a program can 
be established however, consideration must be given to what this transition program would 
encompass.  
 
1.1 Research Aims 
The overall aim of this thesis was to ascertain the effectiveness of a formal transition program for 
young people with ABI. In order to answer the proposed question, two distinct studies were 
undertaken. The first study focused on program development. This study was exploratory in nature, 
and sought to gain an understanding regarding the complexities associated with transition for young 
people with ABI. The specific aims of Study 1 were to:  
1. understand the life circumstances of young people with ABI following transition to 
adulthood, in relation to their living arrangements, support structures utilised, health care 
management, and participation in work, education, and leisure activities 
2. ascertain the current transition practices utilised by the primary paediatric rehabilitation 
service in a state of Australia (Queensland), and their impact on young people with ABI and 
their families 
3. understand the environmental, social and health context of young people with ABI who are 
in the process of transitioning from paediatric services 
4. identify specific content that could inform a transition program for young people with ABI 
5. identify specific transition processes required within a transition program targeted towards 
young people with ABI. 
 
Data from Study 1 were utilized to develop a transition program. Study 2 was an evaluation of the 
implementation of this program, with the overarching question: Does the proposed transition 
program facilitate the transition of young people with ABI and their families as they exit from 
paediatric rehabilitation services? Transition was considered successful when the young person with 
ABI and his/her family were aware of the adult services available to them after transition. 
Transition was also considered successful when the young person demonstrated an improvement in 
the skills necessary to engage in adult life. It was anticipated that this would occur through the 
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provision of client-centred care and the appropriate, timely communication of information on the 
topics relevant to transition. Therefore, increased awareness, skill development and perceived 
client-centred care were the markers against which the transition program was evaluated. The 
specific aims of this pilot project were to ascertain if the transition program:  
1) increased the young person’s and his/her family’s awareness of services available to support 
young people during adulthood,  
2) increased a young person’s independence in skills relevant to adulthood,  
3) resulted in the young people and their families perceiving they were provided with client-
centred care as they transitioned from paediatric rehabilitation services, 
4) produced overall satisfaction with the transition process by the young person and their 
family.  
It was also the intent of this research program to evaluate specific components of the transition 
program and the feasibility of implementing this program within the existing service. Therefore 
additional aims were to ascertain:  
5) which aspects of the transition program were considered helpful by the young people and 
their families and therefore important to include in future transition service provision,  
6) if the resources developed for use within the transition program were perceived as useful by 
young people and their families, 
7) the feasibility of implementing a transition program within a paediatric rehabilitation 
service. 
 
1.2 Research Funding 
This thesis was in part, supported by funding through the Motor Accidence Insurance Commission 
(MAIC) of Queensland. A funding proposal was submitted to MAIC by the Queensland Paediatric 
Rehabilitation Service, requesting support to explore the need for transitional care services for 
young people with brain injury. Funding was provided for a clinical position to develop and 
implement a transitional care program within a two year time frame. The candidate was employed 
to develop and conduct the project. 
 
1.3 Structure of the Thesis 
A traditional style thesis has been used to present the findings of this project. Background 
information regarding the concept of transition is presented followed by a description of each of the 
studies and their findings. A conceptual model for transition of young people with ABI, clinical 
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implications, limitations and future directions are discussed within the concluding chapter. Findings 
have been shared with colleagues to date in the form of conference presentations and manuscripts 
are in preparation for submission to appropriate professional journals. 
 
1.4 Overview of Thesis Chapters 
 A summary of each of the following chapters comprising this thesis is described: 
 
Chapter 2: Transition, Healthcare and Acquired Brain Injury 
Transition is defined both as a broader concept as well as in relation to health care. Background is 
then provided on the nature of ABI, describing causes and relevant classifications. The implications 
of a brain injury occurring during childhood are then described. Finally, the developmental 
influence of adolescence and the impact this has on young people with ABI and their transition into 
adulthood is considered. 
 
Chapter 3: Study 1: The Needs Analysis Methodology 
In order to gain a greater understanding of how young people with ABI experience transition to 
adulthood and the complexities that surround this milestone, a needs analysis was conducted. This 
needs analysis, which forms Study 1 in this thesis, is described in this chapter, with the rationale for 
using a mixed method approach presented. Participants, procedures, measures and data analysis are 
described. 
 
Chapter 4: Results of Study 1  
This chapter presents the findings of Study 1: the needs analysis. The current life experiences of 
young people with ABI in relation to their living arrangements, support structures, health care 
management, participation in work and further education, and social and leisure participation are 
outlined. The transition experiences of young people and their parents/caregivers are then reported, 
identifying service processes that facilitated this transition. Perspectives from a variety of 
stakeholders, derived from the interviews, focus groups and questionnaires are presented, 
identifying major themes and issues for young people with ABI and their families at the time of 
transition. 
 
Chapter 5: Factors that Impact Transition for Young People with ABI 
Chapter 5 forms part one of the discussion chapters regarding the findings from Study 1. Within 
this chapter, the life circumstances of the young people in this study are discussed in light of the 
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wider population. Comparisons are made with people of similar age, who may or may not have a 
medical condition. The rationale for this discussion was to identify any differences between people 
with ABI and their peers, with the view that these differences could then be accommodated within a 
transition program. The contextual influences which impact upon a young person during the time of 
transition are also explored.  
 
Chapter 6: Considerations for the Structure and Content a Transition Program for Young People 
with ABI 
This chapter identifies the requirements of a transition program for young people with ABI, 
concerning the structure and content. The perspectives of consumers, rehabilitation clinicians, and 
disability support service workers, regarding the processes and essential content areas, are 
considered in light of the literature available on transition. Processes identified included the need 
for 1) a formal process within the service, 2) support for families throughout the process, 3) 
effective communication and information provision, and 4) establishment and maintenance of 
effective interagency links, as well as 5) specific skills training for the young person to equip them 
for adulthood.  
 
Chapter 7: Description of Recommended Transition Program for Young People with ABI.  
Chapter 7 proposes the transition program for young people with ABI based on the synthesis of data 
presented in the discussion Chapters 5 and 6. Concepts which were highlighted within the needs 
analysis of Study 1, and supported within the wider literature, were used to develop a structured 
transition program for trial. 
 
Chapter 8: Evaluation of a Transitional Care Program for Young People with ABI: A Pilot Study. 
Chapter 8 describes the pilot study conducted to evaluate the transition program designed for young 
people with ABI (Study 2). Young people with ABI who were transitioning from a Queensland 
based paediatric rehabilitation service were enrolled in a transitional care program. The program’s 
effectiveness was measured through reported change in the young person’s and his/her family’s 
awareness of services available to support young people during adulthood and their independence in 
skills relevant to adulthood. The specific components of the transition program and the resources 
developed for use within this program were also evaluated and the feasibility of implementing this 
program within a paediatric rehabilitation service was explored.  
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Chapter 9: Discussion  
Chapter 9 presents the overall findings of this thesis in light of the current understanding of 
transitional care literature, some of which was not available until after the transitional care program 
was evaluated. It explores the complex interactions between contextual factors which impact upon 
transition for young people with ABI and proposes a conceptual model for understanding and 
facilitating this process via a transition program. Clinical implications based on the findings of the 
transition program evaluation are discussed. Study limitations and future directions for further 
research are also explored. 
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Chapter 2: Transition, Healthcare and Acquired Brain Injury 
 
The key concepts explored within this thesis are defined in this chapter. Definitions associated with 
ABI are detailed and the long term outcomes for people with brain injury are considered. A broader 
explanation of transition is provided followed by more specific detail regarding how this concept 
relates to health care. Transition with respect to young people with ABI is then introduced 
 
2.1 Acquired Brain Injury 
Acquired brain injury (ABI) is described as an injury or damage to the brain, occurring after birth, 
that is not caused by a congenital or degenerative condition, resulting in neurological abnormality 
(Fortune & Wen, 1999). Having a clear definition of what constitutes an ABI is important as it can 
have implications for service eligibility criteria as well as service planning and research (Fortune & 
Wen, 1999). People with ABI have been recognised by the Australian government as a specific 
disability group with specialised requirements regarding services and care needs, distinct from other 
disability groups (Australian Institute of Health and Welfare, 2008).  
 
Acquired brain injuries are often categorised as either non-traumatic or traumatic. Non-traumatic 
injuries can be the result of stroke, hypoxia (the disruption of oxygen supply to the brain), infection, 
tumour, poison or substance abuse (Australian Institute of Health and Welfare, 2007; Fortune & 
Wen, 1999). Traumatic injuries are the predominant cause of ABI and usually occur from damage 
inflicted by an acute external force (e.g., motor vehicle accident, fall, sporting injury, assault) and 
result in an alteration of the physiological functions of the brain (Donders & Warschausky, 2007). 
This is typified by a decreased level of consciousness, neurological or neuropsychological 
abnormalities, amnesia and/or diagnosed intracranial lesions. The severity of a traumatic brain 
injury (TBI) is often described as mild, moderate or severe. There has been considerable discussion 
regarding criteria for each of the levels of severity. Mild brain injuries are reported as those where 
loss of consciousness (LOC) is less than 30 minutes, or an initial Glasgow Coma Scale (GCS) 
between 13 and 15 and post- traumatic amnesia (PTA) not persisting longer than 24 hours. A 
moderate brain injury is when the initial GCS falls between 9 and 12, LOC occurs for between 30 to 
60 minutes and/or PTA extends for a period of up to one week. A severe brain injury is 
characterised by a GCS below 9, LOC for more than 60 minutes and PTA for longer than one week 
(Fortune & Wen, 1999). 
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Injury to the brain has the capacity to impact an individual’s physical, cognitive, sensory, 
behavioural and social functioning (Anderson & Catroppa, 2006; Chevignard, Toure, Brugel, 
Poirier, & Laurent‐Vannier, 2010; Fortune & Wen, 1999). The degree to which each of these 
functional areas is affected can differ considerably, and is highly dependent on the nature and 
location of the injury within the brain. Diffuse injuries encompass those that are widespread within 
the brain, usually as a result of substance abuse, hypoxia or shearing stressors from acceleration or 
deceleration events (eg impact from high speed car crashes). By comparison, focal injuries are 
located within a specific area of the brain and are often seen as the result of tumours, strokes or 
contusion injuries when brain tissue has impacted against the skull (Fortune & Wen, 1999). Given 
the large variation in cause, severity and location of brain injuries, it is understandable that 
impairments and their impact on function vary widely. People with brain injuries are also more 
likely to report difficulties across multiple functional areas (such as physical, emotional, cognitive) 
compared to people in other disability groups (Australian Institute of Health and Welfare, 2007).  
 
Physical symptoms commonly described by people with ABI include headaches, fatigue, seizures, 
chronic pain, paralysis, disturbed balance and or sensory disturbances such as distorted tactile 
sensation, vision and hearing. Commonly reported cognitive difficulties include poor memory and 
concentration, decreased ability to plan and problem solve, slowed speed of processing and 
impaired adaptive thinking. From a psychosocial perspective, depression, emotional liability, 
irritability, aggression, impulsivity and inappropriate behaviours are frequently identified issues 
(Australian Institute of Health and Welfare, 2007; Fortune & Wen, 1999; Zasler et al., 2007). These 
impairments may have a significant impact on the person’s independent living, academic, 
vocational and social participation (Brenner et al., 2007).  
 
During the acute stage of recovery, there is often a rapid improvement in a person’s neurological 
and physical symptoms. However for a significant proportion of people, this rate of recovery does 
not occur as quickly in the cognitive or psychological areas of function (Benz et al., 1999). While 
there is evidence to suggest that ongoing recovery of neuropsychological processes does occur 
(Anderson & Catroppa, 2005, 2006; Anderson & Moore, 1995; Taylor & Alden, 1997), people are 
often left with persistent, subtle, residual impairments in memory, concentration, executive 
functioning and higher level communication skills. This is often referred to as the “hidden 
disability” as people with ABI can present with no physical difficulties, yet their less obvious 
cognitive disability has significant implications for their community participation and quality of life 
(Fortune, & Wen, 1999). 
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2.5.1 Incidences of acquired brain injuries. 
In 2003, the Australian Bureau of Statistics identified 432 700 people within Australia as having an 
ABI. Of these, 20 000 were children under the age of 15 (Australian Institute of Health and 
Welfare, 2007). It has been suggested nonetheless that there is a lack of reliable data regarding the 
prevalence and pattern of disability found within this population (Fortune & Wen, 1999). The 
hospital admission data used to determine these figures often do not account for the mild brain 
injuries that do not result in a hospital admission. Data gathered from the disability sector often 
group people with ABI with other neurological conditions which also may impact the accuracy and 
interpretation of this information (Fortune & Wen, 1999). 
 
Acquired brain injury occurs more frequently at the polar ends of the lifespan, predominately under 
the age of 25 and over the age of 65 (Zasler et al., 2007). Furthermore, ABI is more common in 
individuals with pre-existing learning difficulties and in those people with a tendency towards risk 
taking behaviours. It tends to be twice as common in males than females (Zasler et al., 2007). 
Within the paediatric population, ABI is the most common cause of acquired disability. While the 
causes of brain injury in children are diverse and include falls, sporting accidents, infections, and 
tumours, they are most frequently related to traffic events (Anderson & Moore, 1995). For young 
people over the age of 14, assault in addition to motor vehicle accidents are the primary causes 
(Zasler et al., 2007). Data from the Motor Accidents Insurance Commission (Australia) reported on 
the decade from July 2004 to June 2014 indicated that 5.4 % of all compulsory third party claims 
were for children under the age of 15, with 4.5 % of these relate to brain injury (Motor Accident 
Insurance Commission, 2014).  
 
2.5.2 Acquired brain injuries in children. 
The age at which a person sustains a brain injury appears to have additional implications to a 
person’s functional presentation after the injury. Due to the anatomical structure of a child’s skull 
and spine, there is an increased likelihood of the injury being diffuse rather than focal (Anderson, 
Catroppa, Morse, Haritou, & Rosenfeld, 2005). As previously suggested, this has implications for 
functional outcomes. With advances in neurological and intensive care medicine, children who 
sustain a brain injury are now less likely to die. This, however, has resulted in children experiencing 
lifelong consequences of their injury (Zasler et al., 2007).  
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2.5.3 Impact on development. 
As children grow and develop, they are expected to learn the necessary skills in order to achieve 
independence later in life (Anderson & Moore, 1995). When a child experiences a brain injury, 
during the initial stages of recovery, they appear to make progress quickly, with greatest gains 
observed within the first two years (Anderson & Catroppa, 2005). After an injury, it is common for 
children and young people to be supported within protective environments of home and school, 
which enable them to manage the developmental expectations placed upon them (Zasler et al., 
2007). As they age however, the developmental demands increase and they are required to learn 
new and unfamiliar tasks. Some of these tasks may include learning to write assignments, make 
simple meals and snacks, manage pocket money and/or getting to school independently. In 
comparison, when an adult experiences an injury to the brain, they have already learnt and 
developed the necessary skills to live independently. Therefore recovery involves the adult 
regaining the skills and abilities he or she had pre-injury rather than learning a new set of skills 
(Benz et al., 1999). It should therefore be acknowledged that for children with ABI, functional 
outcomes are not only dependent on their ability to regain any lost skill, but also their capacity to 
learn new skills and achieve developmentally expected milestones, similar to those of their non-
injured peers (Benz et al., 1999). 
 
It has been recognised that outcomes from brain injury sustained during childhood differ to those 
experienced by adults, however there is debate as to whether these outcomes are more or less 
favourable (Anderson, Spencer-Smith, & Wood, 2011). The rationale as to why these disparities 
exist is also questioned. One hypothesis proposes that the outcomes for children are more 
favourable, evident by their rapid recovery of previously mastered skills, and that this is due to 
neuroplasticicty of the developing brain (Anderson et al., 2005). The concept of neuroplacticity has 
arisen from investigations into the functional outcomes of hemispherectomies and focal brain 
lesions (Anderson et al., 2005; Anderson & Moore, 1995) and these findings have been extrapolated 
to children with ABI. Others argue however, that a child’s brain prior to injury is still developing 
and hence has not been exposed to the learning, experience and practice necessary for the required 
neural pathways to develop. The concern is that this makes a child more vulnerable to poorer 
outcomes from brain injury, giving rise to the vulnerability hypothesis (Taylor & Alden, 1997). 
 
In their literature review, Taylor and Alden (1997) provided support for the vulnerability 
hypothesis, which suggests that the effect on cognitive and academic development is greater when 
the injury to the brain occurs during early childhood. Taylor and Alden further indicated that 
outcomes for the child, reported in the studies reviewed, seemed to be impacted not only by the age 
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at which the child was injured, but also the time lapse since the injury was sustained. They observed 
that when the child was younger, the difference between his/her abilities relative to peers was not 
marked, however as the child aged, disparity in performance increased. The differences between 
short term outcomes and long term consequences are often referred to as latent effects. This concept 
acknowledges that consequences of damage to the brain in areas that are pre-functional (required 
for skills developed later in life) will not be realised until such time as the child is developmentally 
required to use these areas of the brain (Anderson & Moore, 1995; Ylvisaker & Feeney, 1998). 
Therefore, as the developmental expectations of a child increase, manifestations of greater 
functional impairment will be apparent (Taylor & Alden, 1997). 
 
There are multiple reasons advanced as to why latent effects occur. The first is that the younger 
brain is more anatomically susceptible to insult, therefore it is more likely to sustain greater injury 
(Taylor & Alden, 1997). This concept is supported by the fact that children tend to experience more 
diffuse brain injury rather than focal brain injury as evidenced in their brain scans (Anderson & 
Moore, 1995). Secondly, it has been suggested that the insult may have an impact on the 
biochemical processes of neuronal system development, which in turn affects the learning centres 
of the brain. This potentially decreases the child’s capacity to learn and build upon already 
established skills (Anderson & Moore, 1995). Similarly, the injury may impact on the child’s 
capacity to engage with their environment, which will further hamper their ability to learn and 
acquire new skills (Anderson & Moore, 1995).  
 
The ongoing difficulties with attention and speed of processing seen in many children with ABI, 
may contribute to the ongoing learning needs and skill development issues that they experience 
throughout the remainder of their life (Grafman & Salazar, 2015). Children need to attend in order 
to learn and consolidate new skills. In a busy classroom environment, attention may be hard to 
maintain following brain injury, therefore decreasing children’s opportunities to learn foundation 
skills (Grafman & Salazar, 2015). This can be compounded when children take longer to process 
new information. Given the resultant attention difficulties and slower information processing speed 
seen in children with ABI, they might require new information to be presented at a slower rate than 
their peers to enable processing and consolidation (Broman  & Michel, 1995). Without the 
consolidation of foundation skills, higher level developmental skills, required later in life, may be 
compromised (Savage & Wolcott, 1994). 
 
Donders and Warschausky (2007) attempted to understand the longitudinal functional impact of a 
child’s age at time of injury, by comparing two groups of people with a childhood ABI, as they 
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transitioned into adulthood. The first group sustained their injury between the ages of six and 
twelve (n = 15) while the other group sustained their injury between 16 and 20 years (n = 30). 
While both samples were small, the findings indicated that children who acquired their brain injury 
earlier in life demonstrated greater difficulty maintaining attention, had slower processing speed, 
were less socially integrated with peers and had greater impairment of executive functioning skills.  
 
Research surrounding outcomes of young people with a childhood onset ABI has been scarce and 
where it does exist, it is methologically weak (Anderson & Moore, 1995; Taylor, Barrett, McLellan, 
& McKinlay, 2015). Finding appropriate ways of measuring outcomes for this paediatric population 
has been challenging for researchers, and they have tended to use either subjective self report 
measures or scales developed for an adult population (Anderson & Moore, 1995). Issues regarding 
the methodological benefits of longitudinal versus cross sectional research have also been 
identified. 
 
The majority of research in this field has focused on TBI and examined the outcomes for children at 
various times during their rehabilitation process, up until 30 months post- injury. With respect to 
short term outcomes, one study found that 79% of children with severe TBI had either failed a 
grade or required educational assistance during the two years post- injury (Ewing-Cobbs, Fletcher, 
Levin, Lovino, & Miner, 1998). Another study found that 73% of children with a TBI were reported 
to have behavioural and functional impairments (Di Scala, Osberg, Gans, Chin, & Grant, 1991). A 
study by Anderson and Catroppa (2005) focused on executive functioning outcomes of children 
with a TBI two years post- injury. The aim was primarily to ascertain if severity of injury 
influenced outcomes with respect to attention control, planning and problem solving, cognitive 
flexibility and abstract reasoning. Outcomes indicated that there were ongoing impairments with 
respect to executive function two years post- injury and that the more severe the injury, the greater 
the impact. Benz et al. (1999) suggested that while a few studies have shown favourable outcomes 
for children with mild to moderate brain injuries, their methodological limitations make it difficult 
to generalise findings. Concern was raised that given the short time lapse since injury in these 
studies, the impact of latency effects would not yet be evident. 
 
One of the challenges identified when reporting on outcomes of people with ABI is the influence of 
confounding variables such as pre-morbid function, family functioning, post- injury environment 
and access to rehabilitation interventions (Anderson et al., 2005; Anderson & Moore, 1995; Broman 
& Michel, 1995). This is partly because finding a suitable control group is also difficult (Zasler et 
al., 2007).  
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Research has varied in the way that it has measured longer term outcomes for children with ABI. 
Mortality rate is one cross sectional measure reported. They have been used to show that people 
with a severe brain injury were at higher risk of death compared to peers without brain injuries, due 
to complications resulting from epilepsy and decreased mobility, which further impact upon 
respiratory and circulatory health (Zasler et al., 2007). Suicide and other mental health conditions 
were also noted as contributing factors to mortality rates. Interestingly, those with less severe 
injuries had similar life expectancies to the non-affected population. 
 
Using life expectancy as an outcome however, does not necessarily provide insight into the long 
term functional and participatory outcomes for people with ABI. Recognising an under appreciation 
for the functional impacts of brain injury, Brenner and colleagues (2007) used a case example to 
describe the long term impact of brain injury on an individual’s employment, psychological health 
and social participation, and noted that the impact of the brain injury is often compounded by lack 
of patient and community education regarding the sequelae of brain injury. Chevignard and 
colleagues (2010) suggested that long term consequences pertaining to cognition, behaviour and 
communication have the ability to impact people’s everyday living skills, their employment and 
ability to build and sustain relationships. Eiben and colleagues (1984) attempted to measure 
participation outcomes within their study by identifying the level of dependence people with ABI 
had on others, several years post- injury. Results indicated that 50% of their study sample was 
dependant on others in some aspect of daily living and community participation. They identified 
that cognitive and communication issues tended to be the main cause of this dependence. The 
difficulties described for people with ABI in the literature tended not to be physical in nature, but 
rather psychosocial. Unfortunately, by their very nature, psychosocial issues are often more difficult 
to recognise, define, treat and therefore measure, so in-depth understanding of long term outcomes 
is challenging (Zasler et al., 2007).  
 
Outcomes for people with ABI have also been explored through the concept of quality of life and 
incidence of psychiatric co-morbidities. Multiple studies (Bloom et al., 2001; Seel et al., 2003; 
Zasler et al., 2007) have suggested that there is an increased incidence of depression among people 
with ABI, especially where quality of life is also influenced by unemployment and poverty. Co-
morbid psychiatric conditions may also be the result of adjustment difficulties, as some young 
people with ABI must adjust and cope with issues such as lack of success in social interactions 
(Bellon & Rees, 2006; Zasler et al., 2007). 
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Klonoff, Clark, and Klonoff (1993) looked at the outcomes of young people with predominately 
mild brain injuries as they entered adulthood. Initial follow-up occurred at 5 years and then again at 
23 years post- injury. Within the 23 year follow-up study, a standardised interview was used to 
document their concerns in respect to physical, intellectual and emotional domains of functioning. 
Of their sample, 31% reported issues in at least one of these domains, and participants identified 
that these issues were related to their brain injury. Klonoff and colleagues found that the issues 
originally identified at the 5 year follow-up continued to be an issue 23 years post- injury. The 
authors reported however, despite the participants relating their issues to their brain injury, there 
were many differences within the life circumstances of the sample group, which may have also 
impacted and created difficulties within each of these domains. Factors such as an individual’s 
experience of other health conditions, employment status and availability of social supports were 
not able to be controlled within the sample, and the impact of these circumstances on the outcomes 
are unknown.  
 
Benz and colleagues (1999) also looked at the impact of long term consequences on 
neuropsychological and social development as the child entered adulthood. While recognising their 
findings as preliminary, they suggested that given the ongoing nature of difficulties experienced by 
children with ABI, rehabilitation support and monitoring should not be ceased until social and 
vocational goals had been attained in adulthood. 
 
2.5.4 Rehabilitation, service and support needs for children with ABI. 
The World Health Organisation (2011) defines rehabilitation as a process with the goal of assisting 
a person reach and maintain his/her optimal physical, sensory, intellectual, psychological and social 
functioning. An important aim of rehabilitation for children with brain injury is to assist them, and 
their families, to come to terms with any deficits that result from brain injury (Anderson & 
Catroppa, 2006). A few models of paediatric rehabilitation have been described within the literature 
(Anderson & Catroppa, 2006; Chevignard et al., 2010; Gillett, 2004), primarily guided by lessons 
learnt in adult rehabilitation. These models advocate for an interdisciplinary, client-centred, goal 
orientated, evidence based process, whereby the focus is on decreasing disability while increasing 
function within the child’s chosen environment. Client-centered care when discussed in the context 
of a paediatric health care service is interwoven with the concept of family-centred care (Phoenix & 
Vanderkaay, 2015). Client-centred care provides a respectful, supportive environment, whereby a 
collaborative partnership between child, family and therapist forms. Therapists aim to provide 
flexible and individual service provision, and use person-centred communication to provide 
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unbiased and complete information to the client. The therapist recognizes the strengths and 
differences of the client while collaborating in goal setting and decision making (Kyler, 2008; 
Phoenix & Vanderkaay, 2015). Given the evidence pertaining to the ongoing difficulties 
experienced by children, long term follow-up is considered essential within any proposed model. 
 
The rehabilitation process is often described as a progression through three distinct phases 
(Anderson & Catroppa, 2006). During the acute phase, the focus is on maintaining basic life 
functions and limiting damage caused by the secondary effects of the brain injury. This phase has 
an intensive medical focus. Once a person becomes medically stable, intensive rehabilitation, the 
second phase of treatment, is commenced (Chevignard et al., 2010). This generally occurs within an 
inpatient setting, but as the person improves it may progress to an outpatient service. The focus here 
is to promote recovery and return of premorbid skills and abilities. The conclusion of this phase is 
marked by transition and integration of the person back into his/her chosen community (Anderson 
& Catroppa, 2006). 
 
The third and final stage of rehabilitation comprises long term follow-up for the maintenance of 
independence and integration within the community (Gillett, 2004). For children, this involves re-
integration into their home and school environments. This stage generally involves ongoing 
facilitation of goals pertaining to academic, social and independent living skill acquisition and 
should reflect the current developmental expectations of the child.  
 
The aim therefore of rehabilitation services is to reduce the level of restrictions children with ABI 
have with participation.  Within their study, van Tol, Gorter, DeMatteo, and Meester-Delver, (2011) 
reported that children with ABI were most restricted in structured community activities, managing 
daily routines, peer socialisation, and participation in the community. Clinical ratings of severity 
significantly correlated with participation outcomes as did environmental and contextual factors 
such as family function. Therefore it is important to consider family function and capacity within a 
rehabilitation treatment program.  Currently, there is still limited information available as to how to 
support families facilitate the participation of their children with the home, school and community 
(Jongmans et al. (2012). In the study from Bedell, Cohn, and Dumas, (2005), parents who were 
supported by the rehabilitation team to use anticipatory planning to create opportunities for 
participation, provide skills training required for engagement and provide cognitive and behavioral 
support for their child with ABI, facilitated greater participation in children with ABI.  From a 
physical perspective, goals to address physical mobility limitations facilitate re-engagement in 
physical activity in the community. This may include social and leisure activities (Kissane et al 
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(2015). With the recognition that difficulties may continue across a variety of functional domains, 
full multidisciplinary follow-up is considered highly important (Anderson & Catroppa, 2006). 
 
There has been some consideration within the literature regarding which children require 
prioritisation for long term follow-up after brain injury, given typical service constraints (Anderson 
& Catroppa, 2006; Gillett, 2004). Chevignard and colleagues (2010) suggested that long term 
follow-up needs to be provided regardless of the severity of the initial injury. Anderson and 
Catroppa (2006) argued however, that some key subgroups within this population are at greater risk 
of poor long term outcomes and therefore ongoing monitoring should be of higher priority for these 
children. The groups with higher priority include those whose injuries occurred at an earlier age; 
those with more severe injuries; those with a history of pre-injury developmental and learning 
difficulties; and those whose families have limited coping strategies, inadequate informal social 
supports and reduced access to community support services (Broman & Michel, 1995). 
 
Limited resources within the community have been identified as a barrier to the effective 
compensation and remediation of long term outcomes for people with ABI (Gillett, 2004). Outside 
of the rehabilitation setting, there are often insufficient community services to appropriately support 
children with ABI. As discharge to the family home environment is encouraged to assist with 
recovery, it is recognised that without adequate community supports, a substantial burden of care is 
placed upon the family (Anderson & Catroppa, 2006). Chevignard and colleagues (2010) 
acknowledged that additional services such as respite, personal care assistance, counseling, case 
management, vocational and recreational support and accommodation services may be required to 
support children and their families within their communities. 
 
2.2 What Is Transition? 
Transition has been defined as a process by which people progress from one life phase to another 
(Watson, Parr, Joyce, May, & Le Couteur, 2011). It is seen as something which is holistic and 
which occurs repeatedly throughout the life course (King, 2005). Life transitions can arise as a 
result of biological changes occurring within an individual and/or changes imposed through 
circumstances or society (Lenz, 2001). Irrespective of the initiating circumstances, the transition 
experience is unique for each individual. Each person processes change in different ways, at 
varying speeds and with varying outcomes (Stewart, 2013). It has been suggested, nevertheless, that 
while most people’s experiences of transition are unique, there are many shared or universal 
characteristics that occur within the change process (Stewart, 2013).  
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When a transition occurs, a person is expected to make appropriate adjustments, acquire new skills 
and cope with experiences that accompany this new life phase (Osterkamp, Costanzo, Ehrhardt, & 
Gormley, 2013). This process often involves a period of uncertainty as individuals develop a sense 
of their new life roles, responsibilities and relationships (Lenz, 2001). Alongside and sometimes 
exacerbating this uncertainty, there can be disruption to supports and services that have previously 
provided the person with a sense of security  (Lane & Fink, 2015). The degree of distress that a 
transition causes a person is often determined by a variety of factors (Lenz, 2001). The individual’s 
perceptions of the changes about to occur often, by compairing themselves to other people of 
similar age and circumstance,  influences their emotional and behavioural responses (Panagakis, 
2015). An individual’s underlying anxieties about the process and his/her flexibility in thinking and 
problem solving can alter his/her perceptions of the situation and reactions to it. These aspects are 
often attributed to an individual’s emotional capacity. Other factors relate to circumstances 
surrounding the transition itself. Circumstances such as the timing of the transition, the duration 
over which the change occurs, and the level of preparation leading up to the change all impact on a 
person’s adjustment to change (Lenz, 2001). Environmental factors such as available resources and 
interpersonal supports, including friends and family, also impact a person’s capacity to cope with 
and engage in transition. The level of a person’s distress at the time of transition may also be 
influenced by how adequately systems and processes surrounding the change facilitate or hinder 
outcomes (Lenz, 2001).  
 
In the first instance, transition requires recognition by the person that change is occurring 
(Anderson, Goodman, Schlossberg  & Ebooks Corporation, 2012). Beyond this, there is a need for 
engagement in the process of change whereby the person actively participates in new tasks and life 
roles. Finally, time is needed in which mastery of new tasks associated with this change can occur. 
In a broad sense, successful transition can be described as having occurred when an individual has a 
renewed sense of wellbeing, sense of accomplishment and confidence in executing new behaviours 
and occupations within the appropriate environment (Anderson et al., 2012). Development of new 
interpersonal relationships that are appropriate to the new circumstances should also occur (Lenz, 
2001).  
 
2.3 Adolescence 
A significant time of transition occurs when an adolescent journeys into adulthood. Some would 
argue that adolescence is, in essence, a prolonged period of transition whereby a child is developing 
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into an adult (Danziger & Ratner, 2010). The World Health Organisation (2013) defines adolescents 
as people aged 10 to 19 years. Transition into adolescence is thought to be triggered biologically 
with hormonal changes resulting in physical development (Osterlund, Dosa, & Smith, 2005). With 
advances in technology, it is now known that ongoing mylenation of the brain continues into early 
adulthood, with recognition that the prefrontal cortex of the brain is one of the last areas to develop. 
The frontal cortex is responsible for many of the high level, executive functioning skills required 
during adulthood. Cognitive flexibility, inhibitory control and working memory, all of which are 
important for problem solving and decision making, continue to develop during early adulthood 
(Burt & Paysnick, 2012). It has therefore been suggested that as the adolescent brain is still 
maturing, young people may not be developmentally ready to assume roles and responsibilities 
expected of them during adulthood until after this has occurred (Konrad, Firk, & Uhlhaas, 2013). 
 
The journey from adolescence to adulthood may be described as a time when an individual attempts 
to find his/her place in the world (Lekes, Gingras, Philippe, Koestner, & Fang, 2010). It is a time 
when people develop a sense of their values, interests and self perceptions, which guide decision 
making for the future (Crockett & Beal, 2012). It is also a time of increasing independence and 
responsibility (Zasler, Katz, & Zafonte, 2007) during which people develop skills and competencies 
required as adults (Fatusi & Hindin, 2010). During this time, adolescents experience a driving need 
to develop a sense of autonomy, whereby they can explore their cognitive and emotional 
independence separate from their parents (Allen, 2010). It has been found that adolescents who are 
encouraged to take initiatives, who are offered choices during decision making and who have their 
perspectives acknowledged, often have enhanced social adjustment (Lekes et al., 2010), are less 
likely to demonstrate hostile behaviours, and in turn, maintain positive relationships with their 
parents (Allen, 2010). 
 
The transition from adolescence, into adulthood from a life course perspective, represents change in 
the way young people operate within their environment (both physical and social) so that they may 
perform the tasks associated with their new adult roles and occupations (Zasler et al., 2007). Some 
examples of adult roles may include becoming an employee, studying at a tertiary level education 
facility or living as an independent person outside of the family home. Successful transition could 
therefore be described as the shift from child appropriate roles and responsibilities to meaningful 
adult roles within the community. Participation in adulthood, the intended outcome of transition, 
could be considered in respect to a person’s participation in occupations as articulated by the 
Canadian Model of Occupational Performance including self care (activities of daily living, 
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instrumental activities of daily living), productivity (work or study) and leisure (social/leisure) 
participation (Canadian Association of Occupational Therapists, 2002).  
 
Each person’s experience of adolescence and the transition to adulthood is unique.  It is influenced 
by biology and physiology, as well as the expectations placed upon them by their family and by the 
socio-cultural context in which they live (Crockett & Beal, 2012; Fatusi & Hindin, 2010).  
Participation in adult occupations is thought to be guided not only by these cultural expectations, 
but also by the personal preferences and the life experiences of the young person which occur 
during adolescence (Stewart, 2013). A person’s education, including the individual’s experiences of 
formal education, and the level of success he/she has within this environment, as well as the value 
placed on education within the family, also influences occupational choices made during adulthood.  
 
Adulthood was once marked as a time when a person moved out of the family home, formed a 
stable relationship with a life partner, and chose a vocational pathway (Bynner, 2005; Park, Adams, 
& Irwin, 2011). In recent times however, there has been a societal shift whereby young people are 
remaining in the family home for longer periods of time. This shift is thought to be the result of 
limited opportunities in the unskilled labour force, requiring young people to engage in more 
training and education, so that they may obtain an economically viable career option (Fleming & 
Fairweather, 2012). The economic climate in which the individual lives may influence life decisions 
during transition to adulthood, as this climate often dictates the opportunities and experiences that 
are available to the adolescent. Young people are tending to rely on support from their parents while 
they complete further education (Arnett, 2000; Furstenberg, 2010) to gain the skills and experience 
they need to secure employment. As a consequence, the concept and definition of adulthood has 
become more focused around accepting responsibility for one’s actions, and being able to decide 
one’s own beliefs and values independent of parents (Arnett, 2000). 
 
Transition into adulthood is not only associated with a change in a person’s roles and occupations, 
but coincides with a significant change in the social and interpersonal environment (Wright & 
Sugarman, 2006).  At the end of adolescence, many formal support structures, such as those 
provided by health, education and welfare, are withdrawn due to age restrictions within eligibility 
criteria, resulting in a change to a person’s environment (Zasler et al., 2007). Some organisations 
may have a gradual process of closure leading up to this age, where for others this may be an abrupt 
event (Fatusi & Hindin, 2010; Furstenberg, 2010). When secondary education programs are 
completed, friendships, social supports, and routines to which a young person has been accustomed, 
also cease. At this time, legal responsibility is withdrawn from parents and passes to the young 
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adult (Lenz, 2001), impacting on expectations placed on the young person. Child protection 
agencies also discontinue services to those who are legally deemed able to care for themselves 
(Settersten & Ray, 2010). Even children’s health care systems cease providing services and the 
emerging adult must adapt to accessing services within less familiar adult health care settings 
(Settersten & Ray, 2010).  
 
2.4 Transition in Health Care 
When a person becomes an adult, it is assumed that they will take responsibility for their own 
health and health care needs (Christie & Viner, 2009; Lenz, 2001). This involves participating in 
general self care and preventative health care practices, as well as accessing medical treatment as 
necessary. The relative importance an individual places upon these activities is often developed 
during adolescence, and is influenced by his/her family’s perception of the importance of these 
activities, as well as the individual’s own health experiences (Lenz, 2001; Schultz, 2013). Later 
adolescence is viewed as a critical period in relation to health issues, as it is a key time when 
problems with mental health and substance abuse may arise (Blum, Kelly, & Ireland, 2001; 
Emerson & Turnbull, 2005; Woodward, Swigonski, & Ciccarelli, 2012). Establishing positive 
health behaviours during adolescence through education and support is therefore important (Burt & 
Paysnick, 2012; Park et al., 2011). Berg Kelly (2011) argued that a successful health care transition 
relies not only on the development of self management skills related to health care, but also on the 
young person’s capacity to successfully navigate the adult health care system. Where this is not the 
case, poor health outcomes may result which decrease the individual’s ability to participate as a 
productive member of society (Tsybina et al., 2012). Lugasi, Achille, and Stevenson (2011) found 
that young people with chronic health conditions experienced a decrease in their adherence to 
health-related activities as they reached adulthood. Reasons for this included time constraints as 
pressures of education and work increased, decreased rapport with adult service providers, feelings 
of being undervalued in the health care team, and feeling “burnt out” by health care activity. It was 
therefore suggested that a program that aims to support young people during this time would be 
beneficial to the ongoing health outcomes of young people. In 2012, Bloom et al. completed a 
systematic review of outcomes for young people who did and did not receive a formalised transition 
program. They found that those with less complex needs had similar outcomes to their peers during 
adulthood with respect to health and employment even without a formalised program; however 
those with complex health care needs who did not have a transition program, had poorer outcomes 
than their peers. Although the evidence surrounding successful transition programs was 
inconclusive, it suggested people with complex conditions, or those conditions affecting the 
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nervous system, required specific consideration with regards to transition. The question therefore 
arises as to how to support a sucessful transtion to adult health care services, especially for young 
people with a complex and/or neurological condition.   
 
A systematic literature search was conducted in 2013, which aimed to identify any studies that 
addressed the transitional care needs of young people with ABI. The search was conducted in 
CINAHL and MEDLINE. Search terms used included transition AND brain injury, using 
limitations which included English language, peer review and adolescents aged 13-18 years.  The 
search yielded 59 unique references. Review of titles and abstracts excluded 51 references as these 
studies pertained to the transition of from the hospital to the home, transition into their school 
environment or related to developmental outcomes rather than transition to adult health care. For 
the remaining 8 references, research design and a summary of their contributions to the transition 
literature have been included in Table 2.1. 
 
As there is limited information availible in the literature regarding transition for people with ABI to 
adult health care, additional guidance was sought from works that discuss transition generically or 
for other medical conditions. 
 
Since the early 1990s, multiple position papers (American Academy of Pediatrics et al., 2002; 
American Academy of Pediatrics., American Academy of Family Physicians., & American College 
of Physicians-American Society of Internal Medicine, 2002; Blum et al., 1993) have advocated for 
a formal transition process for young people with health care needs. It is thought that the manner in 
which transition to adulthood is experienced will often set a precedent for how young people cope 
with subsequent transition events (Lenz, 2001). The common theme in these position papers is that 
transition should be multi-faceted, addressing the physical, medical, psychosocial, educational and 
vocational needs of the young person. Furthermore, it was acknowledged that readiness for 
transition may vary for individuals in terms of age, rate of progress and family circumstances. 
Positive transition outcomes were thought to require services that are flexible, coordinated and 
responsive to the needs of young people and their families, and provide continuity of care from one 
service to the next. 
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Table 2.1 
Description of Articles Identified within the Systematic Review 
Reference  Research design or article style Summary of contribution to transition literature 
Gorter, (2009).  Evidence to practice commentary Commentary reflecting on the findings of Young et al. 
(2009)  suggesting that transition is a complex time for 
people with CP, ABI and spina bifida (SB). 
Todis, & Glang (2008).  
 
Research article 
Design: qualitative longitudinal 
study 
Participants: 33 young people 
with TBI 
Limitations: limited non-
representative sample size 
 
Students with TBI who received transition services 
that linked them with disability services and support 
agencies were more likely to complete post secondary 
educational programs. 
Todis, Glang, Bullis, & 
Andrews, (2006).  
Conference abstract 
Participants: 89 young people 
with moderate to severe TBI 
Methodology: structured  
interviews occurring 6 monthly, 
for two years post transition from 
high school 
60% were enrolled in post secondary education,  
20% employed for 20 hrs/week. 
Outcomes not significantly associated with special 
education or rehabilitation services. 
Todis, Glang, Bullis, 
Ettel, & Hood, (2011).  
Research article 
Design: longitudinal design using 
univariate and multi-variate 
analyses 
Reports on long term outcomes across a span of 5 
years, related to employment, post–secondary 
education, and independent living status of young 
people with TBI. 
Results indicate fluctuating rates of engagement with 
many contributing factors impacting upon 
participation.  
Tsybina, et al. (2012). Study protocol Description of evaluation methods for a transition 
program LIFEspan model proposed for people with 
physical disabilities (including CP and ABI). 
Description of program and outcomes of study not yet 
provided. 
Wehman, Chen, West, & 
Cifu, (2014).  
Research article 
Design: prospective longitudinal 
study 
Participants: 200 young people 
with TBI drawn from National 
Longitudinal Transition Study-2 
(NLTS-2),  
Limitations: large dropout rates of 
participants 
Explored the link between transition planning 
programs offered by the education system and the 
impact this has on prevalence of employment. Results 
indicated that young people who actively participated 
in their transition planning were more likely to gain 
employment post transition.  
Young, et al, (2006).  Research article 
Participants: 290 people with 
ABI, CP and spina bifida 
Design: mixed methods (health 
service analysis, health and life 
outcomes survey, qualitative 
interview) 
 
This paper aimed to present a comprehensive picture 
of the health and life outcomes of youth and young 
adults with CP, SB, and ABI. 95% of youth and 61% 
of adults were living with their parents; 23% of the 
youth and 55% of adults were employed; and 60% of 
youth and 42% of adults reported “excellent” or “very 
good” health. 
Young, Barden, Mills, 
Burke, Law & Boydell, 
(2009) 
 
Research article 
Design: qualitative study using 
semi-structured interviews 
Participants: 30 young people 
with CP, ABI or SB and their 
parents 
The aim was to understand the perspectives of young 
people during the transition to adult health care. All 
participants identified challenges in transition, 
including: lack of access to health care; lack of 
professionals’ knowledge; lack of information and 
uncertainty regarding the transition process. 
Potential solutions suggested included early provision 
of detailed information and more extensive support 
throughout the clinical transition process 
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These position papers acknowledge that the process of transition requires practitioners to have 
specialised skills to accommodate the maturing adolescent. The importance of having an up-to-date 
medical history summary that is easily accessible and portable for the young person, to facilitate the 
communication of important medical information to future service providers is emphasised. They 
further suggested that an identified professional should be assigned to the young person and family 
to assist the coordination of the transition process. The papers highlight the importance of having a 
clear, documented transition plan to ensure all parties were informed about the process and 
recognised that transition needs vary between population groups and individuals based on their 
unique capacities and resources. Young people with complex or specialised health care needs and 
those with cognitive impairment have been identified as requiring greater access to a variety of 
health care specialists during adulthood and therefore more in need of coordinated health care 
support (Park et al., 2011). 
 
There has been considerable discussion regarding the timing of health care transition. Within 
Australia, some propose that 18 years is an ideal age for transition to occur as this usually aligns 
with the completion of formal education and the attainment of legal status as an adult (Berg Kelly, 
2011; Van Gundy & Rebellon, 2010). Others have expressed concern about this timing because of 
the many competing demands and expectations young people face at this time (Rutishauser, Akré, 
& Surìs, 2011). These include participation in work or further study options and the development of 
new social connections. This is a time when young people lose many of the social supports 
established through school which may make them vulnerable to poorer outcomes if health care 
relationships are also disrupted (Osterkamp et al., 2013 ). From a service provider perspective, 
clinicians report that having a predetermined time of transfer is helpful in facilitating the planning 
process (Berg Kelly, 2011). Nevertheless, from a health delivery perspective, most clinicians are 
trained either as paediatric or adult providers, the skills sets for which can be quite different. Some 
even argue that working with adolescents and young adults requires a unique skill set that differs 
from that of either paediatric or adult providers (Gleeson & Turner, 2012; Osterkamp et al., 2013 ). 
Regardless of age, it is thought that transition should be a gradual process, commenced when the 
young person is developmentally ready, at a time which enables the family and young person to be 
well prepared and informed (Gleeson & Turner, 2012). 
 
To date, various transition models have been proposed through expert consultation (Rutishauser et 
al., 2011). Gleeson and Turner (2012), when recommending best practice for adolescent care, 
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suggested the use of young person-friendly communication, advocating for the use of email and text 
messaging. They also suggested that transition programs should include education and skills 
training that are individually tailored. Services should also be flexible and have clearly documented 
goals, identified through collaboration with the young person, family and service providers. Stewart 
(2009), in consultation with an expert panel (comprised of consumers, community members, 
consultants and clinicians in the transition field), reviewed current available literature and advanced 
the following as best practice principles:  
1) Collaboration - communication between young people, families, and different medical and 
community sectors is essential to the transition process. 
2) Capacity building - the transition process should work towards building skills for 
empowerment and self determination, helping young people and families understand their 
own abilities and promote problem solving and decision ownership. 
3) An identified navigator or facilitator of the process to guide young people and families. 
4) Information, resources and services should be available and accessible to all people within 
the community. 
5) Training should be provided to all service providers regarding adolescent development and 
developmentally appropriate care. 
6) A commitment to ongoing research within the area to ensure service effectiveness. 
 
In 2011, Grant and Pan compared five transition programs utilised in North America (i.e., ON 
TRAC, Good2Go Shared Management, The Maestro Project System Navigator, Be Your Own 
Boss, and Young Adults with Rheumatic Disease Clinic). Within each of the programs, the skill 
development component emphasized the importance of gradually empowering young people to 
become self advocates, providing them with skills required to negotiate the adult system (Watson et 
al., 2011). For the most part, each program identified a progressive check-list outlining important 
skills a young person requires as an adult for self management of health care. The programs differed 
considerably with respect to level of interagency collaboration recommended, as this was 
influenced by service philosophies and restraints such as funding, age limits and staffing capacity.  
 
The person assigned to coordinate the transition process also differed between programs. Some 
programs utilized a paediatric clinician to drive the process; some relied on experienced lay people 
drawing upon community networks, while others employed youth mentors (Grant & Pan, 2011). 
Grant and Pan (2011) compared these five programs against transition standards outlined by the 
Canadian Paediatric Society and the Society of Adolescent Health and Medicine (See Table 2.2).  
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Table 2.2 
Characteristics of Transition Programs as Presented in Grant and Pan (2011, p. 819) 
 
 ON TRAC Good2Go 
Shared 
Management 
Maestro 
System 
Navigator 
Be Your 
Own Boss 
Young 
Adults with 
Rheumatic 
Diseases 
Provide developmentally appropriate care X X    
Enhance patient autonomy X X X X  
Collaboration between health care providers X X X  X 
Teach skills of negotiation X X X X  
Gradation of responsibility to the adolescent X X    
Provide community resources X X X X X 
Designated professional who takes 
responsibility for transition 
X X X  X 
Provide portable health care summaries  X X    
Have current transition plan documented X X   X 
Note: X indicates characteristic present in the program. 
 
Of the five programs reviewed by Grant and Pan (2011) two, ON TRAC and Good2Go, were yet to 
be formally evaluated. The remaining three programs had undergone some evaluation indicating 
improved health transition outcomes for young people. Of the five programs however, the three that 
demonstrated improvement, did not incorporate all of the standards into practice. Further research 
was recommended to explore the effectiveness of the other two programs and to identify which 
characteristics could be considered key for successful transition. 
  
A systematic review was undertaken by Crowley, Wolfe, Lock, and McKee (2011) regarding 
transition programs and health outcomes for participants with chronic illness (both physical and 
mental health conditions including diabetes, people with organ transplants, cystic fibrosis, cancer, 
heart disease, HIV, ADHD and irritable bowel disease). They found that of the ten studies which 
met inclusion criteria, six reported significant improvements in health outcomes for young people. 
In general, Crowley and collegues reported the included studies to be methodologically weak, as 
there were not stringent control groups or pre-post comparison measures. As transition programs 
targeted specific medical conditions the health outcomes reported were specific to each of these 
conditions. The six studies identified as having significant improvements in health outcomes 
evaluated transition programs for young people with diabetes. Outcome measures varied between 
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studies but included one or more of the following: HbA1c levels, rate of loss to follow-up, acute 
complications, chronic complications, diabetes related quality of life scales. These programs 
included client specific education and skills training, utilized transition coordinators who facilitated 
the process and provided enhanced service delivery and follow-up for clients. Specific strategies 
used within the transition programs reported within the 10 studies are described in Table 2.3 
 
Table 2.3 
Intervention Strategies utilized by Transition Programs Presented in Crowley, Wolfe, Lock, and McKee (2011) 
Intervention Strategies Number of 
Studies utilizing 
these strategies 
Disease specific education One to one teaching 
Printed material 
Adolescent friendly websites 
Group sessions 
5 
Generic education and skills 
training 
Internet based skills training 
One to one teaching 
3 
Transition coordinator Single point of contact 
Attending each clinic appointment 
Providing emotional and psychological support 
Administration tasks – rebooking appointments 
3 
Joint paediatric and adult clinic Attendance of both paediatric and adult clinicians at 
appointments 
8 
Separate adolescent clinic Adolescent clinics held on separated days to generic clinics 4 
Out of hours support Telephone advice on management of complications 1 
Enhanced follow-up Telephone calls to encourage those who failed to attend to 
return 
2 
 
Tsybina et al. (2012) has proposed a Longitudinal Evaluation of Transition for people with physical 
disabilities. This is a prospective study evaluating the effectiveness of the LIFEspan transition 
program, provided to young people within a Canadian Rehabilitation centre. Comparison groups 
included: 1) 80 young people with cerebral palsy (CP) or ABI who receive the LIFEspan transition 
program, 2) 21 young people with spina bifita who also receive the LIFEspan transition program 
and 3) 35 young people with ABI or CP, previously transitioned for a control group prior to 
implementation of the LIFEspan transition program. Utilising a mixed methods approach to their 
research, outcome measures utilised included a variety of standardized and study specific measures 
related to accessing acute and long term medical follow-up, self rated transition readiness by the 
young person, perceived social support, participation within the community and quality of life 
scales. Potential limitations identified within this study included the heterogeneity of the population 
group with such variation in severity admits the participants and the implications this has on finding 
an appropriate control group, the drop out rates associated with longitudinal studies, and the fact 
that the study is currently limited to one research site, with the intervention being public funded 
with transportation to the program available. Therefore the ability to generalise to other 
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rehabilitation centres may be difficult. Specific detail of the LIFEspan transitional care program and 
the outcomes of this study are yet to be published.  
 
Carrizosa, An, Appleton, Camfield, and Von Moers (2014) described transition support provided in 
Canada, France, Germany, United Kingdom and Columbia to young people with epilepsy. While 
the authors did not specifically evaluate the different programs, they acknowledged that countries 
with more dedicated resources were more advanced in providing a transition process for these 
young people. Support was reported to range from utilising a simple check-list in some countries to 
dedicated joint transition clinics in others. An emphasis was placed on furthering research to 
ascertain the effectiveness of transition programs and the resources required to implement these. 
 
Qualitative methodology has typically been used to obtain insights into the needs of young people 
as they transition to adult health services. Huang et al. (2011) used a meta-summary methodology to 
identify the components perceived as important by participants in transition programs. They found 
that providing opportunities for young people to develop their independence in self management, 
such as talking with doctors independently was important. They also noted that having a joint 
handover clinic, or at least an opportunity to meet adult service providers, prior to transfer, was seen 
as beneficial, as this decreased anxiety for both the young person and his/her family regarding 
ongoing care. It was emphasised that establishing a relationship with the new service providers was 
important and that this could be facilitated by increasing the time allocated for initial consultations 
or by providing more frequent visits in the initial stages. Information provision in multiple formats 
and employing modern technologies was also recommended.  
 
Amaria, Stinson, Cullen-Dean, Sappleton, and Kaufman (2011) reported additional aspects required 
within a transition program including a need to actively involve the young person in the transition 
process. They acknowledged that the transition process could be improved if families were 
provided with information which enhanced their understanding of what they could expect of adult 
services. The authors also recognised the importance of having adult services that were committed 
to engaging young people and that this would be best provided if services were condition specific. It 
was further  recognized that a formalised process to assist with the transition to adult services was 
required and that specialised resources such as check-lists, online media and health passports or 
medical records could improve transitional care. 
 
To gain yet another perspective, Kingsnorth, Gall, Beayni, and Rigby (2011) interviewed parents 
who were involved in peer support groups during the time of their child’s transition. They found 
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that information provision regarding transition topics was insufficient if used in isolation and often 
left parents feeling overwhelmed. They suggested that a facilitator who could guide parents through 
the process would be a valuable adjunct. It was also acknowledged that having other parents with 
whom to problem solve was beneficial in the adjustment process. In another study, parents 
described value in having an opportunity to envisage a future for their young person and normalise 
their feelings and emotions regarding the transition process (Fortuna, Halterman, Pulcino, & 
Robbins, 2012). 
 
2.5 Barriers and Concerns Experienced at the Time of Transition 
Despite the importance attributed to transition and suggestions for how this should occur, transition 
programs for young people with complex health needs are still not routinely undertaken (Cooley et 
al., 2011; Fortuna et al., 2012). Lam, Fitzgerald, and Sawyer (2005) found that within one 
paediatric hospital in Australia, only 13% of 247 patients reviewed had a documented transition 
plan. This raised the question as to what was preventing this from occurring. A number of barriers 
have been subsequently identified by consumers, paediatric clinicians and adult service providers 
(Amaria et al., 2011; Cooley et al., 2011; Lugasi et al., 2011). 
 
One barrier, identified from the consumer and family perspective, was a reluctance to disengage 
from familiar services with which long term relationships had already been developed (Lugasi et 
al., 2011). Concerns were also expressed about the level of care that would be received from adult 
services as these were perceived to be under-resourced compared to paediatric services. While 
paediatric services were sometimes seen as patronising to the young person, the sterile environment 
of the adult services, and the significantly older age of the other patients seen in the adult services 
was reported to be overwhelming (Lugasi et al., 2011). In another study, consumers expressed 
frustration about having to tell their “story” again to unfamiliar people, and some families felt that 
they had to educate their adult service providers on childhood onset disability (Amaria et al., 2011). 
A predominate concern was not knowing what to expect from the adult services (Lugasi et al., 
2011; Van Gundy & Rebellon, 2010). Adjusting to the models of care utilised by the adult health 
care services was also reported as difficult by family members who often felt excluded from their 
young person’s health care process. It was perceived that adult services placed greater emphasis on 
self-management by the young person. Young people were expected to independently participate in 
health related behaviours, identify their health care needs and access/navigate adult health care 
services, regardless of their physical and intellectual capacity. It was also identified that that adult 
services were more fragmented compared to their experience with paediatric services (van Staa, 
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Jedeloo, van Meeteren, & Latour, 2011). Despite this however, most young people recognised that 
transition was inevitable and tended to adjust to the change more easily than their parents (van Staa 
et al., 2011). 
 
Barriers to transition also arose from the reluctance of paediatric clinicians to “let go” of patients 
with whom they had a long standing relationship. Paediatric clinicians reported anxiety regarding 
the level of independence required of young people for self management by adult health services 
and perceived that adult services were not as supportive of young people in encouraging 
compliance with health related behaviours (Cooley et al., 2011; Lugasi et al., 2011). Clinicians also 
identified a lack of time, resources and knowledge about how best to support young people to 
develop their independence in health care self-management, and recommended that there needs to 
be a formalised process, supported at a service level, to provide adequate transition care (Watson, 
2012 ). 
 
Concerns about resources and service capacity have been raised by providers of adult services, 
where services are usually more acute and reactive in nature (Ehrlich, Kendall, & Muenchberger, 
2012 ; Tsybina et al., 2012). Adult clinicians perceive that, in order to address the needs of young 
adult consumers with chronic conditions, they would require specialised knowledge and skills. 
Furthermore, adult clinicians have identified that adolescents transitioning into adulthood often do 
not have the ability to successfully navigate the adult health care services, which operate within a 
different model of care compared to paediatric services (Ehrlich, Kendall, & Muenchberger, 2012 ; 
Tsybina et al., 2012). Consumers perceived that adult services had the expectation that young 
people and their families should adapt to adult services rather than adjusting these services to meet 
their needs (Huang et al., 2011). 
 
For successful transition to occur, Berg Kelly (2011) identified a need for strong collaboration 
between paediatric and adult services providers. As there are often many competing demands for 
clinicians’ time, the lack of a formalised process to facilitate collaboration, was seen as a significant 
barrier. The primary responsibility for the transition process in general, as well as the collaboration 
between the paediatric and adult services was seen to rest with the paediatric service providers.  
 
The need for transition programs to be context specific has also been raised (van Staa et al., 2011). 
System constraints, available resources, and the social and political climate all influence the 
capacity of health care services to provide appropriate transitional services (Gleeson & Turner, 
2012; Park et al., 2011). However, recently published work regarding transitional care has been 
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criticized for its focus on health care processes specific to particular institutions, stating that it had 
limited scope of applicability (Betz et al., 2014). While there is agreement that transition is a 
complex process, it is believed that there is a lack of understanding regarding these complexities 
and how different factors associated with transition interact and influence the outcomes of 
transition. Betz and colleagues proposed that a comprehensive theoretical framework, which 
conceptualized how these factors inter-related, was needed. It was thought that with this theoretical 
model, researchers, clinicians and policy makers would have increased understanding of how to 
measure successful transition and identify what factors facilitate or impede transition success (Betz 
et al. 2014). Therefore, after considerable consultation with the Health Care Transition Research 
Consortium, Betz and colleagues developed a conceptual model of transition for young people with 
special health care needs. Access to this model was only available after development and 
implementation of the transition program designed for this thesis, but provides a useful point of 
reference for later discussion. 
 
 Betz and colleagues’ conceptual model is composed of four domains (individual, family/social 
support, health care system and environment), each comprised of different factors and underlying 
assumptions that inter-relate to influence the transition phenomenon. Factors found within the 
individual domain encompass the characteristics of the person which influence his/her ability to 
obtain the knowledge and skills associated with successful transition. Some of these include the 
young person’s gender, socioeconomic status, education status, disease/impairment complexity, 
personality, preferences and access to resources. The family and social support domain is comprised 
of those factors associated with the level of support provided to young people with special health 
care needs by their families, which includes but is not limited to, family involvement, competency, 
culture, health status, and access to resources. The health care system domain includes factors 
associated with both the paediatric and adult health context such as models of care, skill sets of 
clinicians and access to training and resources. Finally, the environmental domain is comprised of 
those factors which exist outside of the individual, family and or health care setting and include the 
socioeconomic environment, the community supports available, and the education system that 
supports the young person. With this model, Betz et al. (2014) urged researchers to explore 
relationships between these factors and how these influence transition. It was proposed that greater 
understanding of these factors would then inform the development of transition programs that 
would facilitate successful transition. It was also thought that the model would aid the identification 
of measurable variables associated with these factors, allowing for consistent measurement of 
transitional care outcomes across services and health conditions. The preference of Betz et al. 
(2014) was for generic transitional care services. In contrast, Van Gundy and Rebellon (2010) 
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argued that, while there are elements within a transition program that may be generic across all 
conditions, given the implications of the disease/impairment variability found within the individual 
domain, there are potentially aspects of the transition process that are specific to individual 
conditions. Therefore further research is needed to identify if those special needs exist for specific 
populations with different health conditions. There has been some work completed, exploring 
transition with respect to transition for people with some medical conditions (for example diabetes 
(Fleming, Carter, & Gillibrand, 2002) juvenile arthritis (Ansell & Chamberlain, 1998; Mcdonagh, 
Shaw, & Southwood, 2006) and spinal cord injury (Anderson, Vogel, Willis, & Betz, 2006), 
however at the time of the literature review was completed there had been limited exploration into 
the transition needs of young people with an ABI around their transition to adult health care 
 
In 2016, Lindsay and colleagues presented a qualitative study on the experiences of a transitional 
model for young people with ABI. Perspectives of 10 young people, and their parents at the end of 
a one year transition program were obtained regarding their experience. No details were provided 
regarding what this transition program entailed. Specifically it explored sex and gender differences 
among the young adults with ABI, and found that young men and woman may differ in their 
transitional care experiences with regards to the way they trust and communicate with their health 
professional. It indicated however, given the methodology and small sample size, that further 
research is required in this area.  
 
2.6 Summary 
The literature reviewed in this chapter indicates that young people with a childhood onset ABI are a 
unique group of people with large variation in their functional and participation outcomes. While 
there is limited information regarding the outcomes for people with a childhood onset ABI, there 
has been little investigation into how health care transition into adult services can be supported. 
Transition into adulthood is recognised as a vulnerable time for people with complex medical 
conditions, and it is thought that people with conditions affecting the nervous system are 
particularly vulnerable. Having reviewed best practice guidelines from generalist transitional care 
literature, it can be hypothesised that transitional care should be considered among the rehabilitation 
needs of this population. There is however a lack of knowledge regarding what the needs of young 
people with ABI are at the time of transition, how best to meet these needs, and whether these are 
unique to people with ABI or consistent with other young people of similar age. It was with this 
question in mind that the current thesis was developed. 
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Chapter 3: Study 1 – Needs Analysis: Methodology 
 
To develop a transitional care program for people with ABI, a greater understanding of young 
people with ABI as they enter into adulthood was considered necessary. To address this need, the 
first research component of this thesis, Study 1, was a needs analysis. This chapter details the 
methodology used to conduct Study 1, providing a rationale for the mixed methods approach 
selected. This rationale is followed by a description of data collection tools and procedures. Finally 
the data analysis plan is presented. 
 
3.1 Rationale for Methodology – A Mixed Method Approach 
The primary goal of research is to obtain sufficient knowledge about a topic to gain an appropriate 
understanding of the issue under investigation (Creswell, 2013). Methods of achieving this goal can 
be quantitative, whereby understanding is gained by examining relationships between variables 
using instruments such as surveys or formal standardised and normative assessments. Alternatively 
it can be achieved qualitatively, whereby experiences of people and the meaning that they assign to 
these, are explored through interviews, reflections and observations (Creswell & Clark, 2011). In 
some instances, where the topic is complex, a mixed method research design can optimize the 
advantages of both quantitative and qualitative approaches (Creswell, 2013). A mixed method 
design involves more than just collecting both data types, rather it involves the integration of data 
during the collection, analysis and/or interpretation stages of research, to strengthen and reinforce 
evidence gathered. The strength of using mixed method research lies in its ability to provide greater 
understanding of an issue, beyond that which either quantitative or qualitative methods can provide 
alone. A mixed method approach is often used to answer different, but related aspects of research 
questions.  
 
Within mixed method research, a number of methodologies can be used. They can be categorized 
either by the timing or order of data collection (simultaneously, quantitative first or second) or by 
which data type is used to drive or reinforce findings. In a concurrent mixed methodology, 
quantitative and qualitative data are collected simultaneously and integrated at the analysis and 
interpretation phase of research. Findings from both quantitative and qualitative data are presented 
side by side, and assigned equal weighting within the analysis, with the view that the combined data 
presents a complete picture of an issue which is considered complex in nature (Creswell, 2013). 
This methodological approach differs from other types of mixed method designs, as neither 
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qualitative nor quantitative data operate as the driver in the investigation. The simultaneous 
collection of data within a concurrent mixed method is popular among health researchers, as often 
there is limited time for repeated occurrences of data collection (Creswell, 2013). By combining 
qualitative and quantitative data collection methods, the strengths of each can be harnessed and 
inherent limitations minimized.  
 
Quantitative designs involve the collection of numerical data for analysis (Creswell, 2013). 
Questionnaires are one form of quantitative data collection which allow for a cross sectional 
snapshot of a sample within a population. This enables the researcher to examine trends within a 
sample that may be generalised to a wider population (Creswell, 2013). In contrast, qualitative 
designs are aimed at “making sense or interpreting phenomenon in terms of the meanings people 
bring to them” (Creswell, 2012, p.44). Phenomenological research, one type of qualitative 
approach, attempts to identify the human experience of an event, and uses analysis and 
interpretation to gain an understanding of the overall essence of the situation from people’s 
descriptions (Creswell, 2012). This approach is particularly useful when there has been little 
research on an event and therefore important variables are yet to be determined. Interviews and 
focus groups are common data collection tools used within phenomenological research. Within a 
mixed method approach, quantitative questionnaire data on population trends and in-depth 
qualitative data on the lived experience of a phenomenon are examined to enable a greater breadth 
and depth of understanding. 
 
Health care transition has been identified as a complex process which involves many people. These 
people come from a variety of backgrounds and include the consumer, various allied health 
professionals and other community service providers, all of whom have unique perspectives of the 
transition process. Given the wide variety of perspectives required to obtain a clear understanding 
of transition, a mixed methods research design is well suited to the current investigation. The use of 
multiple sources of data, for example different participant groups (i.e., family members, clinicians, 
service providers) and different data collection formats (i.e., questionnaires and interviews) allows 
for convergence and triangulation of findings to occur during analysis and interpretation. The more 
findings converge, the greater the support for the conclusions that can be drawn (Creswell, 2013). 
In keeping with a concurrent mixed methodology, qualitative and quantitative methodologies are 
identified and designed prior to any data collection. Quantitative data in this study were collected 
through the use of questionnaires, enabling the identification of trends from the perspectives of 
different stakeholders. Qualitative data, collected through semi-structured interviews, were used to 
generate an in-depth understanding of different aspects of the transition process.  
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3.2 Research Question 
The needs analysis was driven by the research question: What are the considerations for young 
people with ABI as they enter into adulthood and the implications for a transition program as they 
exit paediatric healthcare services? 
 
3.3 Aims 
In order to determine the major considerations necessary for a transition program for young people 
with ABI, it is important to understand how contextual factors interact to influence transition (Betz 
et al., 2014). It is also important to understand if and how these factors change and their ongoing 
influence on participation during early adulthood. Therefore the specific aims of Study 1 were to:  
1. understand the life circumstances of young people with ABI following transition to 
adulthood, in relation to their living arrangements, support structures utilised, health care 
management, and participation in work, education, and leisure activities 
2. ascertain the current transition practices utilised by the primary paediatric rehabilitation 
service in a state of Australia (Queensland), and their impact on young people with ABI and 
their families 
3. understand the environmental, social and health context for young people with ABI who are 
in the process of transitioning from paediatric services 
4. identify specific content to be included in a transition program for young people with ABI 
5. identify specific transition processes required within a transition program targeted towards 
young people with ABI. 
 
As transition is a complex event occurring over a period of time, the perspectives of those involved 
in this process, other than young people and their families, was also required. To this end, the views 
of service providers from both paediatric and adult services were also sought.  
 
3.4 Context of Research Project 
The Queensland Paediatric Rehabilitation Service (QPRS), a service provided by Children’s Health 
Queensland, at the Royal Children’s Hospital Brisbane, forms the context for this study. This 
service provides comprehensive and integrated rehabilitation services to children and adolescents 
with a range of disabilities. These disabilities may result from motor vehicle accidents, injuries, 
illness or disease. QPRS utilises a multidisciplinary team of health professionals to assist children 
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to improve their functional abilities and achieve their maximum potential. The service is provided 
through a tertiary level hospital and statewide outreach visits. The service includes: 
 Intensive rehabilitation for patients provided within inpatient, outpatient and day hospital 
programs  
 Support for the discharge from hospital to home and community  
 Multidisciplinary assessments and rehabilitation planning  
 Consultative and outreach services including home, school and facility visits in conjunction 
with local practitioners  
 Group programs in areas such as mobility, social skills and high school transition  
 Orthotic, prosthetic and rehabilitation engineering services  
 
On average, there are 160 referrals accepted into the service each year across all clinical programs. 
Whilst it is recognised that young people with ABI experience long term difficulties, the ability to 
meet their needs as they enter adulthood poses a problem for paediatric based services. The 
Queensland Statewide Rehabilitation Medicine Services Plan 2008-12, (Queensland Government, 
2008) was the result of extensive investigation of rehabilitation services in Queensland. In a bid to 
improve Queensland’s rehabilitation medicine services, Strategy 34 of the plan recommended that 
strategies be developed to increase access to relevant services for adolescents and for services to 
assist adolescents transitioning into adult services. Within QPRS it was identified that there was no 
designated or formal transition process to support adolescents on their journey into adulthood and 
support provided to young people with ABI during the transition was often limited. In some 
circumstances, the transition to adult services was discussed during the young person’s final 
appointment, however this was not a consistent practice provided to all patients. 
 
At the time of this research project, there were no community organisations that were providing 
transition services to people with ABI. There was some limited transition support provided by 
Education Queensland through the schools, however the support provided was dependent upon the 
resources available within the school. To receive any support the young person must be varified 
(diagnosis meeting specific criteria such as intellectual impairment or physical impairment, of 
which ABI does not automatically qualify) and transition must be included as a goal within their 
individualised learning plan. 
 
The current research project attempted to address, in the context of a Queensland based paediatric 
rehabilitation service, the gap in knowledge that exists regarding what is required in an appropriate 
transition program for young people with ABI.  
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3.5 Participants 
Seven different stakeholder groups were identified as key informants regarding the transition 
processes for young people with ABI. These groups were 1) young people with ABI acquired prior 
to 18 years of age; 2) parents/caregivers of young people with ABI acquired prior to 18 years of 
age; 3) paediatric rehabilitation clinicians; 4) adult rehabilitation clinicians; 5) employees from 
community organisations, 6) employees from the Department of Communities; and 7) general 
practitioners. The rationale and inclusion/ exclusion criteria for each of the stakeholder group are 
detailed below. 
 
3.5.1 Young people with ABI.  
Rationale: Young people with a childhood onset ABI were included in this study as they were the 
primary focus of the research.  
Inclusion criteria: All past patients of QPRS, aged between 18 and 25 years, who sustained an ABI 
during childhood (under the age of 18 years), who attended QPRS services on more than one 
occasion, and had the cognitive capacity to provide informed consent. Cognitive capacity was 
determined through neuropsychological assessment completed during their attendance at the QPRS 
service, accessed from their medical record.  
Exclusion criteria: Young people who were not capable of completing a questionnaire with 
informed consent, due to poor communication or cognitive functioning (ascertained as a severe 
intellectual impairment, IQ standard score less than 40 on neuropsychological testing). Young 
people with ABI who were younger than 18 years were also excluded with the view that this 
younger age group would form the participants of the next phase of research; the pilot program. 
 
3.5.2 Parents/caregivers of young people with ABI.  
Rationale: Paediatric rehabilitation services generally adopt a family-centred philosophy and 
therefore the parents/caregivers of young people with ABI who sustained their injury prior to 18 
years of age, were recognised as key stakeholders as they also experience the transition process 
along with their young person.  
Inclusion criteria: Parents/caregivers of young people who sustained an ABI during childhood and 
who attended QPRS for more than just their initial appointment. 
Exclusion criteria: Those who did not attend QPRS with their young person for more than one 
appointment. 
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3.5.3 Paediatric rehabilitation clinicians. 
Rationale: Paediatric rehabilitation clinicians were selected to provide insights and clinical 
perspectives regarding the process of transition and how the paediatric context may impact this 
process. 
Inclusion criteria: All medical and allied health clinicians who worked within a clinical role in 
QPRS outpatient services at time of data collection. 
Exclusion criteria: QPRS staff who did not have a clinical caseload within outpatient services 
provided at QPRS. 
 
3.5.4 Adult rehabilitation clinicians. 
Rationale: Adult rehabilitation clinicians were chosen to provide insights into the context of 
services provided to adults.  
Inclusion criteria: Medical practitioners or allied health clinicians who were working within:  
a. Queensland health adult rehabilitation centres (Princess Alexandra Hospital, Prince 
Charles Hospital), or 
b. Queensland Health Community Rehabilitation Service: - Acquired Brain Injury 
Outreach Service. 
These services were purposively selected as they represent the primary Queensland Health based 
rehabilitation services available to adults with ABI. 
 
3.5.5 Non-government community advocacy and support services.  
Rationale: Community support agency employees were included as they have insight into the needs 
of people with ABI within the community. These were: 
a. Synapse: a non-government community response service which provides 
informational, educational and advocacy support for individual and community 
enquiries on all issues relating to ABI. http://synapse.org.au/ 
b.  Open Minds: a non government agency that provides community based supports to 
people living with mental illness, intellectual disability or ABI throughout South 
East Queensland. http://www.openminds.org.au/ 
Inclusion criteria: Staff within these organisations who, within their roles, provided direct contact 
and support to people with ABI or their families.  
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3.5.6 Department of Communities: Disability and Care Services Queensland. 
Rationale: This government organization provides funding and access to community based services 
for people with disabilities, including young people with ABI. 
Inclusion criteria: Staff members who worked within the “Intake and Access” teams as they were 
responsible for identifying and assessing the needs of people with disabilities within the 
community. 
 
3.5.7 General practitioners (GPs). 
Rationale: GPs are primary care providers of the Government funded system of Australian health 
care, and therefore have insight into the health care management of young people with ABI within 
the community. 
Inclusion criteria: GP must have referred to or received referral from QPRS for a child with 
childhood onset ABI. 
 
For all participant groups, individuals were required to understand and speak English in order to 
provide informed consent and complete the questionnaires used in this study. Interpreter services 
were beyond the resources available for the study. 
 
3.6 Measures 
To date, there have been no standardised measures for evaluating the transition experiences of 
young people with ABI. The limited number of studies on transition have utilised semi-structured 
interview techniques (Backhouse & Rodger, 1999). As it was determined that this study would 
benefit from a mixed methods approach, both quantitative questionnaires and qualitative interview 
and focus group protocols were purpose designed for each of the participant groups. 
 
3.6.1 Questionnaires. 
Five different questionnaires were designed for use within this study. The items in these 
questionnaires were derived from the literature, and reviewed by an expert panel. This panel 
comprised three occupational therapists, one of whom had over 10 years experience working with 
people with ABI, another who had extensive research experience within the field of ABI, and 
another experienced researcher who had extensive experience working with children and families. 
All questionnaires used a combination of Likert scales, multiple-choice responses and short answer 
response questions (Saris & Gallhofer, 2007). The questionnaires designed for young people with 
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ABI and the parents/caregivers were piloted to assess their readability. Five parents of young people 
who had experienced the hospital system within the last two years, as well as four young people 
aged 17-25 who had either been to a doctor recently regarding a medical condition or had a 
diagnosis of cerebral palsy, provided feedback. This sample was chosen to pilot the surveys in order 
to target young people who had recently been engaged in a health care setting. People with ABI 
could not participate, as they would form the research participant group and hence reduce the 
participants potentially available for the current research. Therefore a similar patient group (people 
with cerebral palsy) were identified as a suitable match given their similar physical and cognitive 
difficulties. Modifications were made to questionnaires based on this feedback. These modifications 
took the form of reordering the items for flow and some simplification of wording within the items.  
 
Table 3.1 
Topics Included in Questionnaires  
 
Topics included 
Young 
Person with 
ABI 
Parent/ 
Caregiver 
Paediatric 
Rehabilitation 
Clinicians 
Adult 
Rehabilitation 
Services 
General 
Practitioner 
Demographics  X X X X X 
Topics/issues considered important to be 
addressed at time of transition 
X X X X  
Satisfaction with transition services 
received 
X X    
Communication between family and 
QPRS 
X X    
Interagency collaboration X X X X  
Adult community and health services 
accessed and how these were experienced  
X X    
Adult services’ capacity to meet needs X X X X  
Contextual information regarding adult 
services which impact transition 
X X X X X 
Links between children and adult services   X X  
Processes and strategies that would be 
useful in transition 
X X X X X 
Resources that would be useful within a 
transition program 
X X X X X 
note: x indicates if topic included in the questionnaire.  
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Paediatric clinicians and GPs had unique questionnaires. The workers from adult rehabilitation 
services, Department of Communities and community organisations were provided with the same 
questionnaire. All five questionnaires are available in Appendices 6-10. The questionnaires 
provided to the adult rehabilitation service and the paediatric clinicians were transcribed into an 
online questionnaire program SurveyMonkey®Australia, which provided options for electronic 
distribution and completion of the questionnaires by participants. Table 3.1 summarises the topics 
included in each of the questionnaires.  
 
3.6.2 Interviews 
Semi-structured interviews served as the qualitative data collection tool used with the young people 
with ABI and their parents/caregivers. A semi-structured interview format was selected as this 
allowed for sufficient flexibility during the interview to explore issues raised by participants in 
greater depth (Creswell, 2012). Interview questions and focus points for the interview were 
developed in consultation with the same expert panel who informed the questionnaire design. 
Interview questions addressed the young person’s current life circumstances regarding work, health, 
leisure, and performance in adult related living skills (see Appendix 11-12 for young people and 
parents/caregivers interview questions). Participants were also asked to make any suggestions 
regarding how a paediatric rehabilitation service could assist young people with a brain injury 
transition to adulthood with respect to information provision, support structures, team consistency 
and timing of transition.  
 
3.6.3 Focus Groups 
Semi-structured interview questions were used to guide subsequent focus groups held with 
paediatric clinicians, adult rehabilitation clinicians and community service providers. Focus groups 
are an acknowledged means of collecting data through group interaction (Morgan, 1996). Although 
focus groups can be used as a stand alone technique, they may also be included, and often are, 
within mixed method designs to further enhance the integrity of data collected by other means 
(Morgan, 1996). Focus groups were also selected as a data collection method to optimise 
participation from service providers while trying to minimize the time demand placed on the 
clinical service.  
 
Questions used in the focus group for paediatric service providers included: 
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 What are the key issues that young people and their families experience during the time of 
transition? 
 What is your understanding of QPRS’s current transitioning processes for a young person 
with ABI and how does this impact service delivery? 
 What are your recommendations regarding a transition program for young people with ABI? 
 What resources would be of benefit for a paediatric service to have regarding transition? 
 What are the processes of referring to other services? 
 How can existing processes be improved? 
 Describe your impressions of the communication that occurs between adult and children’s 
services? 
 
Questions use in the focus groups for the adult and community service providers included: 
 What are some of the key issues and complexities that young people with ABI face at the 
time of transition? 
 What is your perception of your service’s ability to meet the needs of young people with a 
childhood onset ABI? 
 What, if any, are the barriers for young people accessing your service? 
 Do young people need specific knowledge and skills to negotiate the adult services and how 
are they best supported to acquire these? 
  How can the transition process be better facilitated for young people with ABI? 
 What is your perception of the links between paediatric and adult services and the impact 
that this has on transition? 
 
3.7 Procedures 
3.7.1 Ethical clearance. 
Ethical approval for Study 1 was gained through a multi-site application to the Metro South Health 
Service District Human Research Ethics Committees (HREC) (Reference number 
HREC/11/QPAH/215, see Appendix 13). Subsequent approval was granted through The University 
of Queensland Medical Research Ethics Committee (see Appendix 14) and the Department of 
Communities and Care, Evidence, Reporting and Performance Department (see Appendix 15). 
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3.7.2 Recruitment and provision of informed consent. 
3.7.2.1 Young people with ABI and their parents/ caregiver. 
Names and last known addresses for young people with ABI, with a year of birth between 1998 and 
1993, and their parents/caregivers were obtained through the QPRS database. Medical records were 
then accessed to ascertain if consent had been provided, at time of the admission, for future contact 
to be made for research purposes. Time lapsed since last review at QPRS was not considered. 
Where consent was provided, information sheets outlining the purpose of the study and the level of 
involvement required for participation were sent via mail. Included in this package were consent 
forms and questionnaires (see Appendix 1 and 2 for information sheets and consent forms). On the 
consent form, participants were requested to indicate their willingness and consent to participate in 
a recorded interview. If consent was provided, the researcher contacted the families to organise a 
convenient time for this to occur.  
 
3.7.2.2 Service providers.  
The directors and team leaders of the following services were initially contacted by the researcher 
via phone: 
 Queensland Paediatric Rehabilitation Service 
 Brain Injury Rehabilitation Unit – Princess Alexandra Hospital 
 Day Therapy Unit – The Prince Charles Hospital 
 Acquired Brain Injury Outreach Service 
 Department of Communities: Disability Services 
 Synapse 
 Open Minds – Acquired Brain Injury Team 
Subsequently information sheets pertaining to the project were sent electronically (see Appendix 3 
and 4 for service provider’s information sheets and consent forms). The directors then provided the 
email contact details of the service provider employees within their team who met the inclusion 
criteria. All service provider employees were then sent the information sheets electronically, 
inviting them to participate, with a link to an online questionnaire via SurveyMonkey®Australia. 
Completion of this questionnaire implied consent. Prior to participation within the focus group, a 
preamble regarding the purpose of the study was provided, and participants were offered the 
opportunity to withdraw. Signed consent was obtained from each person. GPs were sent 
information sheets, consent forms and questionnaires via mail, with addresses gathered from QPRS 
database (see Appendix 5 for information sheets and consent forms).  
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3.8 Data Collection 
3.8.1 Young people with ABI and their parents/ caregivers. 
Demographic details of young people including age, gender, age of injury, cause of injury, 
geographical residential location, whether transition, as a concept of moving out of paediatric 
rehabilitation services, was discussed and documented and whether they had received a final 
appointment and transfer of care, were sourced from medical records and then categorised. 
Descriptions of these categories are described in Table 3.2. 
 
 Questionnaires addressed individually to the young person with ABI as well as to the young 
person’s parents/ caregivers were sent by mail to home addresses. One limitation of self 
administered questionnaires can be a poor response rate (Hall & Hall, 2005), therefore the 
following procedure was used to optimize response rates. Participants were provided with postage 
paid reply envelopes when asked to complete questionnaires. A small monetary incentive (gift 
voucher) for participation was also offered. Two weeks after the initial mail out, the researcher 
made phone calls to participants, where phone numbers were available from medical records, to 
prompt the return of the questionnaires. Questionnaires were resent upon request. Four weeks after 
the initial mail out, a second phone call was made to those who indicated a willingness to 
participate during the first phone call, but had yet to return questionnaires (Saris & Gallhofer, 
2007). At this time, participants were offered the opportunity to complete questionnaires over the 
phone if they preferred.  
 
Consenting participants were offered either a face-to-face interview at a location convenient for 
them or a telephone interview. All participants selected a telephone interview. Scheduled telephone 
interviews occurred between the researcher and the participant using a phone with a speaker, 
allowing digital audio recording of the conversation. Interview length was not predetermined, rather 
was guided by the level of detail the interviewee provided. Interview durations ranged from 15 to 
80 minutes. All interviews were conducted one on one with the principal researcher and were then 
transcribed verbatim for analysis. 
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Table 3.2 
Categorisation of Demographic Data Collected for Young People with ABI 
 
Demographic category response options Definition 
Gender 
Male 
Female  
 
Age 
Age recorded in years and months 
Date of birth subtracted from date of data collection – November 
2011 
Age of injury 
Age recorded in years and months 
Date of birth subtracted from date injury sustained  
Cause of injury 
Cancer 
 
Brain injury resulting from  tumour  
CVA Damage to the brain resulting from a disruption (due to either 
blood clot or rupture of vessel) of the blood supply to a part of the 
brain  
Hypoxia  Injury sustained as the result of the brain being deprived of 
adequate oxygen supply 
Mild/moderate TBI Mild brain injury is defined where loss of consciousness (LOC) is 
less than 30 minutes, initial Glasgow Coma Scale (GCS) between 
13 and 15 and post- traumatic amnesia (PTA) not persisting 
longer than 24 hours. A moderate brain injury defined as when 
the initial GCS falls between 9 and 12, or LOC occurs for 
between 30 to 60 minutes and PTA extends for a period of up to 
one week 
Severe TBI A severe brain injury is characterised by a GCS below 9, or LOC 
for more than 60 minutes and PTA for longer than one week  
Infection/other Damage to the brain caused by the presence of a pathogen. May 
also be the result of surgery to treat epilepsy 
Geographical location 
Metropolitan 
 
Metropolitan within a 100km radius of Brisbane CBD 
Non-metropolitan Non-metropolitan: outside of the 100km radius of Brisbane CBD 
Transition process received 
Yes/No 
A record of whether the young person received a “transition 
service” whereby transition was officially discussed and 
documented in medical record  
Discharge appointment 
Yes/No 
A record of whether the young person received a “final 
appointment” whereby discharge was officially discussed and 
documented in medical record, with the transfer of care from 
paediatric rehabilitation services (eg GP or adult rehabilitation 
specialist) 
Note: TBI: traumatic brain injury CVA: cerebral vascular accident 
 
3.8.2 Service providers. 
Demographic details of service providers, including their professional backgrounds and number of 
years of experience working clinically with people with ABI were collected through responses on 
the questionnaires. Questionnaires were distributed to all service providers who had been nominated 
by the directors of their respective services, through an electronic link attached to an email. One 
reminder email was sent to non-responders three weeks after the initial email. 
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The interview guide containing topics to be discussed during the focus group was provided to 
participants prior to the focus group via the service director. This enabled participants to review and 
reflect upon questions prior to the focus group. During the focus group these questions were used to 
guide the discussion but the order varied depending on the flow of discussion. Near the conclusion 
of the focus group, the interviewer reviewed the topics to ensure all has been covered. 
 
Focus groups with service providers were conducted within each facility, at a time identified by the 
respective directors. Focus groups varied in size from two to ten participants and were scheduled 
for a maximum of 90 minutes. Focus groups were audio recorded and then transcribed verbatim for 
analysis. All focus groups were facilitated by the principal researcher and field notes were made by 
the researcher to assist with the reflection of context during transcript analysis. 
 
3.9 Data Analysis 
Within a mixed method approach, data analysis is dependent upon the type of mixed method design 
used (Creswell & Clark, 2011). In keeping with the chosen concurrent mixed methodology, 
qualitative and quantitative data were analysed separately and then converged during the process of 
interpretation (Creswell & Clark, 2011).  
 
3.9.1 Analysis of quantitative data – questionnaires.  
The first stage in data analysis within a quantitative framework is to prepare the data (Creswell & 
Clark, 2011). This involved the exportation of questionnaire results received from the service 
providers, from the electronic collection tool SurveyMonkey
R
, into a statistical computer program 
Statistical Package for the Social Sciences (SPSS) IBM (version 21). As young people and 
parents/caregivers completed their questionnaires on paper, their responses were manually entered 
into SPSS (version 21).  
 
3.9.1.1 Young people and parents/ caregivers. 
 Where questionnaire responses had multiple categories, it was evident that some categories had no 
or limited responses. Where appropriate, these categories were then collapsed into a broader 
category. The descriptors for these collapsed categories are recorded in Table 3.3.  
 
Scaled data were summarised descriptively using means, standard deviations and ranges. 
Categorical data were described using frequencies and percentages. Where appropriate, and data 
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were normally distributed, independent t-tests were performed to test for group differences. 
Fischer’s exact test was used to test for group differences in the categorical data. This was because 
the small response rate resulted in many of the categories containing fewer than five responses. The 
significance level was set at 0.05. Short responses within the questionnaires were also transcribed 
and summarised descriptively. These responses were used to support quantitative data where 
appropriate. 
 
Table 3.3 
Questionnaire Categories Collapsed due to Limited Responses   
 
Variable Categories collapsed to  
Parent’s relationship to young person Mother or father/Grandparent 
Young person’s residence  Independently/With family 
Functional independence of young person Very dependent (requires assistance for more than 50% of the task) 
Developing independence (requires assistance for less than 50% of the task) 
Independent (no assistance required) 
Current study status of young person Yes/No 
Type of education program in which the 
young person engaged during Year 12 
Mainstream 
Modified program 
Special Education Unit 
Perceived importance of transition Not important (Likert scale 1-3) 
Important (Likert scale 4-5) 
How satisfied were you with the process of 
moving to adult services? 
Data are initially presented using a 5-point Likert scale however when 
subsequent comparisons were made between satisfied and non-satisfied 
young people and parents/ caregivers then categories were collapsed into: 
Satisfied (neither satisfied or dissatisfied, mostly satisfied, completely 
satisfied) 
Non-satisfied (mostly dissatisfied, completely dissatisfied) 
When was the concept of transition 
discussed? 
Not prepared (never, unsure) 
Discussed at last appointment (last appointment) 
Gradually prepared (during last few years, mentioned regularly throughout 
rehabilitation journey) 
Who was involved in decisions regarding 
adult health services? 
Consumer (young person/parent) 
Medical staff (doctor/therapist) 
Both (medical staff and consumer) 
Not referred 
How would you rate the amount of 
information received at the time of transition? 
Insufficient/ Sufficient  
How did QPRS support you to access adult 
services? 
Did not assist (includes unsure) 
Provided contact details 
Contact service and provided handover information (contacted on my 
behalf, provided written handover) 
Joint appointments 
How was information about adult services 
provided to you? 
multiple responses to this question were provided therefore 48During 
appointments 
Written form (provided in written form, in report) 
Discussion and written form (discussed on the phone) 
Communication between QPRS and families Poor/Good 
Amount of service received (adequacy) Sufficient (too much, just right) 
Insufficient (too little) 
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3.9.2 Analysis of qualitative data – interviews and focus groups. 
Content analysis, a common method of data analysis within qualitative methodology (Creswell & 
Clark, 2011) was used to analyse interview and focus group data. Content analysis can be described 
as a process whereby data, predominately text, is searched for recurring themes or meanings 
(Patton, 2015). It involves a fluid, non-linear process whereby the analyser oscillates between 
inductive analysis, where themes emerge and are defined by the data, and deductive analysis, where 
data are reviewed according to defined themes, ensuring appropriate summarising and ordering of 
data occurs (Patton, 2015). 
 
The first step within the content analysis process involved preparation of the data (Creswell & 
Clark, 2011). Upon completion of the interviews, an external transcription agency was used to 
transcribe verbatim individual interviews and focus groups. The researcher reviewed the transcripts 
by listening to the interview, reading the transcript and reflecting on field notes taken to ensure 
accuracy of data. As part of the member checking process, a summary of each transcript was 
written by the researcher during this reviewing process, by identifying the key points discussed by 
the participant. These key points were written down and sent via mail to respective participants, 
requesting them to confirm that the summary was an accurate reflection of the interview. A self-
addressed pre-paid envelope was included with the summaries, should the participants choose to 
return these, with or without amendment, to the principal investigator. All transcripts were then 
loaded into a software management program N-Vivo 10, to facilitate storage, coding, grouping, 
retrieval and comparison of data (Patton, 2015). 
 
The second stage of data analysis is often labelled immersion, whereby the researcher engages in 
repeated reading of the text, thereby gaining an overall impression of issues raised within the data 
(Elo & Kyngäs, 2008). All transcripts were repeatedly read during this phase, with the researcher 
making notes in the margins about possible themes and emerging topics.  
  
The third stage of data analysis involves the development of a coding framework which adequately 
summarises the details of the transcripts into key themes while ensuring that no important 
information is lost (Patton, 2015). Colour coding and concept mapping techniques were utilised to 
help identify all potential topics within the transcripts. These topics were then grouped into similar 
overarching themes, with consideration given to the relationships occurring between the themes, as 
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well as identifying different levels of themes, for example themes and sub-themes. These themes 
were then recorded in a structured coding tree table (Appendix 16).  
 
 A more formal reading of the transcripts then occurred, requiring repetition and at times review of 
the coding tree, until the researcher was confident that all relevant text was appropriately coded. 
Analytical triangulation, a process used to enhance validity (Patton, 2015), then occurred by which 
an alternative reviewer was assigned a random sample of transcripts to code with the original 
coding tree. Two alternative coders each reviewed five randomly selected transcripts. The aim was 
to ensure consistent assignment of codes to the text. Discrepancies within the coding were then 
discussed between the researcher and the reviewer until consensus was reached. The alternative 
reviewer was also asked to identify any outstanding issues that may not have been included in the 
original coding tree and again these were discussed until consensus was reached. Modifications to 
the coding tree were made as required. 
 
 The final stage in data analysis has been identified as the interpretation phase. This phase takes the 
described data and attaches significance to these findings (Patton, 2015). In contrast to quantitative 
analysis which uses statistical significance, content analysis relies on the analyser’s judgement and 
experience to identify relationships and consequences within the data by way of explanation 
(Patton, 2015). It is acknowledged that this interpretation reflects the perception of the researcher, 
and the overall judgement on these explanations remain with the reader (Patton, 2015). 
 
3.10 Summary 
This chapter has described the methodology used for Study 1, the needs analysis. A concurrent 
mixed methods study design utilising a combination of customised questionnaires, interviews and 
focus groups with seven stakeholder participant groups was presented. Results from the data 
collected in this study are presented in Chapter 4. Discussion of these results and how they 
influenced the development of a transition program is presented in Chapters 5 and 6.  
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Chapter 4: Results of Study 1- The Needs Analysis 
4.1 Introduction 
This chapter presents the findings of Study 1: the needs analysis. The needs analysis was 
undertaken to identify the requirements of a transition program to support young people with ABI 
during their transition to adulthood. This was conducted through a process of consultation with key 
stakeholders. In this chapter, the participants, including young people with ABI, parents/caregivers, 
clinicians and community service providers, are described. Both quantitative and qualitative data 
are presented in this chapter as a cohesive narrative. Results are then presented in three sections. 
First, the current life circumstances of young people with ABI in relation to their living 
arrangements, support structures utilised, health care management, participation in work and further 
education, and social and leisure participation, are outlined. This draws on data from questionnaires 
and interviews conducted with young people and parents/caregivers. Second, transition experiences 
of young people and their parents/caregivers are reported, identifying aspects that facilitated this 
process. This section draws upon both qualitative and quantitative data as reported by young people 
and their families. Finally, perspectives from all stakeholders, derived from interviews, focus 
groups and questionnaires are presented, identifying major factors impacting on young people with 
ABI and their families at the time of transition. A list of the themes and sub themes identified 
within this study has been included in Table 4.1. 
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Table 4.1 
List of Themes Identified During Mixed Method Analysis. 
 
Major theme Theme  Sub-theme 
Life circumstances of young 
people after transition 
Living arrangements  
Functional independence  
Support structures  
Health care management  
Community participation Employment 
 Further study  
 Social and leisure pursuits 
Issues of importance at the time of 
transition 
 
Consumers experience of 
transition 
Satisfaction with the transition 
experience 
 
 Positive aspects of the transition 
process 
 
 Negative aspects of the transition 
process 
 
Factors impacting upon 
young people with ABI at the 
time of transition 
Individualised nature of ABI  
Home and community context Family culture 
  Community context 
 Context of the paediatric services Knowledge and skills and 
resources available 
  Service restrictions 
  Family centred care  
  Processes and procedures 
 The context of the adult services Care provision and the 
expectations of young people 
within adult services 
  Capacity of adult services 
  Availability of appropriate 
services 
  Financial considerations 
  Links between adult and 
children’s health services 
  Importance of General 
Practitioners.  
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4.2 Description of Participants 
4.2.1 Young people with ABI and their parents/caregivers. 
One hundred and twenty five young people and their families were identified from the Queensland 
Paediatric Rehabilitation Service Database as meeting inclusion criteria. The flow chart in Figure 
4.1 summarises the response rates for both questionnaire completion and interview participation of 
young people and parents/caregivers. Of the 125 young people with ABI identified, 21% (n = 26) 
of their parents/caregivers and 15% (n =19) of the young people themselves responded to the 
questionnaire. Of the 45 participants, 36 comprised 18 parent/young person dyads, 8 were 
parent/caregiver only responders and there was one young person responding independent of her 
parents. Of the 26 parent/caregiver responders, 25 were mothers, and one was a great grandmother. 
Eleven parents/caregivers (10 mothers and 1 great grandmother) and 6 young people consented to 
participate in an interview. Completing the questionnaires the young people and parents/caregivers 
were asked to provide information about the young person’s current level of functional 
independence and community participation. This is referred to in this study as their current life 
circumstance. Participant responses resulted in the life circumstances of 27 young people with ABI 
being captured through questionnaires, with further information on six of these obtained through 
interview. 
  
Figure 4.1  
Study 1: Young People with ABI and Parent/Caregivers Questionnaire and Interview Response Rates 
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Demographics of the participants are summarised in Table 4.2.  The average age of the 27 young 
people with ABI was 19.6 years (SD = 1.04), of which 56% were male. The average age at which 
participants sustained their injury was 11 years (SD = 4.5, range 2 to 15 years). A diagnosis of TBI 
accounted for 63% (n=17) of the injuries, with 19% (n=5) resulting from CVA. Fifty-nine percent 
(n=16) of young people lived in metropolitan areas. Out of the 27 young people whose 
circumstances were captured, 52% were identified as participating in a transition program and 45% 
were reported to have had a discharge appointment. Four of the six young people interviewed were 
female and all the parents/caregivers were female. Eight of the eleven parents/caregivers 
interviewed had a male child with ABI. Traumatic brain injury was the most common cause of 
brain injury among the young people (n=5). 
 
Table 4.2 
Demographic and Injury-Related Descriptors of Young People with ABI 
 
 Young people with ABI 
as reported through 
questionnaire 
Young people with ABI 
as reported through 
parent/caregiver 
interview 
Young people 
with ABI 
interviewed 
 n =27 n = 11 n = 6 
Variable M(SD) or n(%) M(SD) or n(%) M(SD) or n(%) 
Age of young person (years) 19.6 (1.04) 19.4 (1.12) 20 (1.4) 
Young person’s gender    
Male 15(56%) 8 (73%) 2 (33%) 
Female 12 (44%) 3 (27%) 4 (67%) 
Age of injury (years) 11.37 (4.5) 8.7 (5.6) 10 (6.3) 
Cause of injury    
Severe TBI 11 (41%) 5 (46%) 0 
Mild/moderate TBI 6 (22%) 3 (27%) 2 (33%) 
CVA 5 (19%) 2 (18%) 2 (33%) 
Cancer 2 (7%) 0 1 (17%) 
        Hypoxia  2 (7%) 1 (9%) 1 (17%) 
Infection/other 1 (4%) 0 0 
Geographical location    
Metropolitan  16 (59%) 7 (64%) 3 (50%) 
Non-metropolitan  11 (41%) 4 (36%) 3 (50%) 
Engaged in transition program 65 (52%) 7 (63%) 4 (67%) 
    
Provided with discharge appointment 56 (45%) 5 (45%) 2 (33%) 
    
note: TBI = traumatic brain injury  CVA = Cerebral Vascular Accident     
 
Generalisation of findings from one study to other situations requires a clear and detailed 
description of the context and characteristics of the population group presented (Graneheim & 
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Lundman, 2004). To account for bias that may result from non-responders, a clear understanding of 
the sample and how it compared to the larger population is required (De Vaus,  2014). Table 4.3 
compares the demographics of the sample who responded to the questionnaires, to the total 
population of those invited to participate, to ensure a representative sample was achieved. There 
were no significant differences between the sample and the total population group who responded 
with respect to gender, geographical location, age and cause of injury.  
 
Table 4.3  
Comparison of Participants to Population of Young People with ABI who have Transitioned from the State-wide 
Paediatric Rehabilitation Service 
 
 Population 
 
Sample 
 
t or 
Chi-squared test 
p 
 M(SD) or n(%) M(SD) or n(%)   
Gender (male) 83 (66%) 15(56%) .249 NS 
Age of Injury (years) 10.37 (4.5) 
Range 0-17 
11.37 (4.5) 
Range 2-16 
.346 NS 
Cause of Injury     
Severe TBI 48 (39%) 11 (40%) .825 NS 
Mild/moderate TBI 37 (30%) 6 (22%) .538 NS 
CVA 14 (11%) 5 (19%) .181 NS 
         Hypoxia  8 (6%) 2 (7%) .682 NS 
Infection/other 7 (6%) 1 (3%) .530 NS 
Cancer 2 (2%) 2 (7%) .619 NS 
Geographical Location     
Metropolitan  79 (63%) 16 (59%) .657 NS 
note: TBI = traumatic brain injury  CVA = Cerebral Vascular Accident    NS = not significant 
 
4.2.2 Other stakeholders. 
The questionnaire response rate and focus group participation for each of the other stakeholder 
groups are reported in Table 4.4. Eighty-three percent (n =25) of invited paediatric clinicians 
participated in both the questionnaire and focus group. Fifty-six percent (n =23) of invited adult 
clinicians participated in both the questionnaire and interview. Most of the community organisation 
officers did not participate in questionnaires, however 81% (n =13) participated in focus groups. 
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Table 4.4  
Response Rates for Questionnaires and Focus Groups of Other Steakholders 
 
 Invited to 
participate 
Questionnaire 
response 
Focus group 
participation 
 N n (%) n (%) 
Paediatric clinicians 30 25 (83%) 25 (83%) 
Acquired Brain Injury Outreach Service clinicians 13 11 (85%) 10 (77%) 
Princess Alexandra Hospital clinicians 9 4 (44%) 5 (55%) 
The Prince Charles Hospital clinicians 19 8 (42%) 8 (42%) 
General practitioners 80 6 (<1%) n/a 
Disability and Community Services Queensland 
intake service officers 
10 0 7 (70%) 
Other Community Service Provider 6 3 (50%) 6 (100%) 
 
Demographics of other stakeholders who responded to the questionnaires are summarised in Table 
4.5. Of the clinician participants, 48% of paediatric clinicians and 83% of adult clinicians had over 
5 years experience working with people with ABI. Clinicians came from medical and allied health 
(occupational therapy, physiotherapy, social work, psychology, nursing, speech pathology) 
backgrounds. 
 
Table 4.5  
Demographics of Other Stakeholders  
 
 Paediatric Clinicians Adult Service 
Providers 
Community Sector 
 n(%) n(%) n(%) 
Professional Background    
Occupational Therapy 6 (24%) 8 (35%)  
Psychology 4 (16%) 4 (17%) 1 (34%) 
Speech Pathology 4 (16%)   
Medical  3 (12%) 3 (13%)  
Physiotherapy 3 (12%) 4 (17%)  
Social Work 2 (8%) 2 (9%)  
Disability Worker/Other 2 (8%)  1 (33%) 
Nursing 1 (4%) 2 (9%) 1 (33%) 
Years of Experience    
Less than 5 years 13 (52%) 4 (17%) 1 (33%) 
More than 5 years 12 (48%) 19 (83%) 2 (67%) 
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4.3 Life Circumstances of Young People after Transition 
Results described in this section address the first aim of this study, to understand the context of life 
experienced after transition. The current life circumstances of young people with ABI in relation to 
their living arrangements, the support structures they utilise, how their health care is managed, 
participation in work and further education, and social and leisure participation are described based 
on the data collected from both the questionnaires and interviews. Illustrative quotes and examples 
are provided to enhance the quantitative findings. Participants have been de-identified and assigned 
a unique code, labelled according to whether they are a young person (YP) or parent/caregiver (P). 
Discussion of these results, and how they compare to other young people of similar age, with and 
without medical conditions is to follow in Chapter 5. 
 
4.3.1 Living arrangements. 
Of the 27 young people with ABI whose experiences were captured in the questionnaires, 6 (22%) 
were living independently and 21 (78%) with parents/caregivers. Of participants interviewed, 11 
(92%) remained within the family home, and one (8%) had relocated to another city for study and 
work reasons, “I was living with my parents up in Bundaberg but work was too bad that’s why I 
moved down here (YP1).” Of the 11 remaining within the family home, one reported finances 
prevented her moving out of home, “because I don’t have a full-time job now, I can’t move out. 
Otherwise I probably would move out (YP2).” Two interviewees indicated they wanted to remain at 
home due to the level of support that they received from their parents. 
 
4.3.2 Functional independence. 
The questionnaire data indicated that the young people with ABI had varying levels of 
independence with functional tasks. These tasks included bathing/dressing, toileting/hygiene, meal 
preparation, household maintenance, community access, money management, communication, and 
participation in social leisure activities. Figure 4.2 summarises these findings as rated by their 
parents (n =26). 
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Figure 4.2  
Functional Independence of Young People with ABI as Rated by their Parents 
 
Ten of the young people participants (30%) were independent in all functional tasks, with others 
requiring some assistance from their caregivers. Further information regarding the types of 
assistance provided to the young person for these activities was derived from interviews. This 
included physical assistance for components of the task (e.g., YP4 was unable to carry clothes down 
the stairs and put them in the washing machine), however more commonly, assistance was required 
with regards to memory, initiation, motivation, problem-solving and higher level judgement 
components of tasks, requiring caregivers to prompt and support reasoning processes before and/or 
during activities.  
 
Two of the parents interviewed reflected that the disparity between their young person with ABI 
and his/her siblings on functional tasks had become more apparent over time. They reported that 
this had become a point of frustration for the young person with ABI, “he gets frustrated, you 
know. The older he gets I think um that depth of frustration doesn’t get any easier for him. You 
know, the things he can’t do, the gap gets wider (P3)”.  
 
Household management was explored during the interviews, and while many of the young people 
indicated that they did participate in these activities, often this required prompting from parents. 
One parent reported that her young person said, “You know, mum, why should I do it? I know 
you’re going to do it (P2)”. One participant, who had physical capacity restrictions, was yet to 
investigate assistive equipment to increase her independence in this area, preferring to rely on her 
parents as required. Another young person reported that independent living and household 
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management would be challenging for many young people, “yeah, because young kids think that oh 
yeah, I'm moving out tomorrow, it's going to be easy. They don't know how hard it will be (YP4)”. 
 
The young person’s capacity in financial management was expressed as a concern by four parents, 
“That’s one of her downfalls…she can budget but she, she does have a problem. She’ll go, she 
always go to [café] or somewhere because she knows she’s got a bit of extra money (P2).” Other 
parents reported that they needed to provide memory prompts for their young person to pay his/her 
bills, and at times provide financial support to pay for activities such as further education, petrol 
and leisure participation. In some circumstances, support was provided to the young person as they 
made larger financial decisions, as there was some concern expressed regarding the young person’s 
capacity to manage their insurance settlement payments, “Her grandma, who’s very level-headed, 
she won’t let her waste it. She’ll make sure she invests it (P5).”   
 
Transportation was another issue raised within the interviews in terms of functional independence. 
Some young people had been successful in obtaining their driving licence but expressed that this 
had been an involved process, “I remember driving was, driving was a bit hard (YP1)”. Other 
young people were reliant on parents/caregivers for transport or utilised public transport. Parents 
commented that transport training was difficult, both in regards to driving lessons, “I’ve been 
taking him out in my car but he doesn’t like listening to me (P6)” and public transport use, “just 
teaching him to go and take trains to Bowen Hills, you know took months. And if anything happens, 
you know, the train didn’t work one day, he had to catch a bus, that’s it. You know, he’s ringing me 
and asking [me] to pick him up (P3).” 
 
Although all young people required some ongoing support from their family, parents interviewed 
indicated that they were trying to encourage their young person to take more initiative and 
responsibility for their self-management. They were trying to achieve this by gradually withdrawing 
their level of involvement, “Well I felt while he was still at school he was still a young boy and 
needed to be looked after, now that he’s left school and starting to go into the adult life he needs to 
start taking those steps on his own (P6)”. Parents reflected that it also depended on the young 
person’s personality and capacity, “I honestly don’t think he would be able to live by himself (P7)”. 
Some parents reported that they found it difficult to let go and allow their young person to become 
more independent “I don’t know. It’s really hard, because you don’t want to, like you always want 
to be there but I suppose it’s good for them (P1)”. Parents reported that the majority of the 
responsibility for teaching of functional skills fell upon them, and they were provided with very 
limited support as to how to do this. They also thought that the young people, in some 
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circumstances, were trying to assert control and independence in their life “It’s sort of like, ‘Oh, I’m 
21 now or 20 now and I know what I’m doing (P2).” Young people themselves identified that they 
were still learning the skills required for adulthood, and that often their living situation influenced 
their need to take on these responsibilities “because even though I am an adult, um, because I still 
live at home, I um, still am studying, the full extent of the adult responsibilities don’t actually come 
into play (YP2).” When the young people were asked to reflect on how they learnt these skills, they 
indicated that these were actively taught by parents and learnt through observation “just looking at 
my parents really and just, you know, doing the same as them really (YP1).” 
 
Two families expressed concerns regarding the long term care needs of their young people. One 
family had investigated residential care and retirement options whereby their son’s needs could be 
accommodated as well as meeting their own needs “So we’ll all…there’s um like retirement 
villages that you can go to with your children. And, and we’ll go there and then you know, upon our 
death then he will still have care (P3)”. One parent expressed her hope as “Well I’m hoping he 
finds a really lovely wife, that’s what my long term plan is for him (P7).” 
 
In summary, while the questionnaire data indicated that young people with ABI were independent 
in a variety of functional skills, further exploration during interviews indicated they still required 
support from their families especially with respect to financial management and transportation.  
 
4.3.3 Support structures. 
Informal supports can be defined as unpaid care and emotional support provided by friends and 
family (Canavan et al., 2006). Both the young people and the parents/caregivers interviewed 
indicated that the young person with ABI had at least one close friend, with most young people 
reporting they had supportive friendship group, “I sometimes go to the shops, the mall with my 
good friend (YP4)”. Parents of young people nevertheless reported some concerns with respect to 
friendship groups, stating that their young person had experienced a decrease in friendships since 
completing high school “he’s got one mate, and there’s a couple of others that he knows (P6).”  
 
Some parents/caregivers perceived the reduction in friendships was the result of the widening gap 
between the capacity of the young person with ABI and their peers. Their capacity to develop new 
friendships and maintain friendships without the structure of the school environment was also 
identified as a cause, “That’s their biggest downfall I think, they lack those social skills…even 
though he was doing TAFE he really had no friends (P6)”. Parents also expressed concern 
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regarding their young person’s vulnerability “he wasn’t Luke’s friend, he was just here using the 
internet, eating and just taking advantage of everybody (P6).”  
 
The young people with ABI and their parents/caregivers both reported that the young people turned 
to their families for support when they required information or assistance to solve problems, “So if 
there’s any issues or anything like that we certainly sit down and talk about it, and think of 
strategies, or of a plan of how we’re going to handle the situation (P7)”. There were varying levels 
of reliance on this informal support depending on the executive functioning capacity of the young 
person. However, some parents expressed that their young person did not want to take advice or 
support from their family, “They think they know everything. They don’t. They think they don’t need 
anybody to help (P5).” Young people were also identified as using the internet as a source of 
information (regarding health, entertainment options, study and work options, interests and 
hobbies), “I know Cindy has gone on to different blogs and things to research information about 
things (P11)”. 
 
Formal supports are described as assistance received from community organisations whose mission 
it is to facilitate the engagement and participation of people within the community (Dolan, 
Canavan, & Pinkerton, 2006). Over half of the young people represented within the questionnaire 
data had accessed a formal community support service. Formal support services identified included 
employment agencies, medical practitioners, allied health practitioners and recreational support 
agencies.  
 
In summary, young people with ABI were described as experiencing a decrease in informal 
supports such as friendships once they had left high school. Both self reports and reports from their 
parents/caregivers indicated that over half of young people with an ABI accessed formal supports 
such as employment agencies and health practitioners during young adulthood. This indicates that 
formal support services are an important consideration within the transition process. 
 
4.3.4 Health care management. 
Out of the 27 participants represented in the questionnaire data, 9 had accessed health services from 
the adult sector. Of the 11 young people represented in the interviews, all reported accessing health 
care through their GP. Some of the young people interviewed, did not access their GP for the 
management of their brain injury, “I’ve only been to the GP I think twice. It wasn’t because of when 
I was in hospital [brain injury] (YP1)”. Six of these young people also accessed care from a 
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specialised medical practitioner who was sourced either through their GP or referral from paediatric 
services upon discharge. Health concerns reported included: general coughs and colds, migraines, 
epilepsy/seizures, orthopaedic issues such as wrist fusions and knee injuries, obesity, depression 
and anxiety. Two of the young people interviewed expressed that their parents were still very 
involved in their health care appointments. One reported, “she [mother] helps me out…because of 
my speech problem. She knows me really well with my health (YP3)”. Alternatively other parents 
reported actively taking a step back from managing their young person’s health care, “well I don’t 
go in with him now because he’ll just sit there and expect me… he won’t say a word (P6)”. One 
parent expressed concern regarding getting her son to access help, “No mum, I don’t want to see 
any more doctors… you know he is doctored out (P3)”. Concern was also expressed regarding the 
GP’s lack of availability, “they are too busy, they give you 10 minutes (P3)”. 
 
In summary, young people with ABI accessed their GP for general health concerns, and utilised the 
support of specialised medical professionals as required. The level of independence the young 
person had when accessing medical support varied. 
 
4.3.5 Community participation.  
4.3.5.1 Employment. 
It is well recognised that employment is an integral part of developing self identity, establishing a 
role in society, providing financial stability and promoting overall emotional health and wellbeing 
(Blomquist, 2006; Ownsworth & McKenna, 2004). Of the 27 participants surveyed, eight (30%) 
indicated working part time, six (19%) were working full time, five (19%) were unable to work and 
five (19%) were actively seeking work. Two (7%) did not provide this information. In the 
interviews, parents reported that their young person experienced difficulty negotiating entry into the 
workforce, “He said he wanted to work, but not that he’s really done a lot, I suppose he’s made 
efforts. He does look but – searches online, sends off applications, but doesn’t follow them up, 
doesn’t go out and cold canvas and things like that (P6)”. Parents perceived that some of the 
difficulties young people had in obtaining work were related to social and communication skills, 
“Well when you sit and talk to him you ask direct questions and most of the time you just get ‘yeah’, 
‘no’, ‘I don’t know’. That skill of making conversation isn’t 100% there, and that’s why I think even 
though you’ve got good marks and qualifications with his diploma and everything, when it comes to 
an interview, if that’s what he’s like in an interview nobody’s going to employ him because he 
doesn’t have that skill of how to conduct an interview, answer the questions correctly (P6)”. 
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Of the people interviewed, three reported accessing employment agencies while the remainder 
found employment independently. All of those who accessed employment services reported not 
finding the experience helpful, “Well I do have a job search agency, but they are not really helping 
much (YP6)”. Confusion regarding the types and levels of services available from employment 
agencies was also reported, “it’s not knowing where to go and what to do… if I had known that 
there was job specific areas for him [employment agencies for people with disabilities], we could 
have saved a whole year (P6)”. 
 
For those young people who were employed, some of the difficulties experienced within the 
workplace, which could be directly related to the brain injury included fatigue and task performance 
difficulties. For example in relation to fatigue, “ He gets very tired… and he sleeps a lot on 
weekends…but he’s coping okay so that’s the main thing (P7)”. In terms of task performance, 
concerns related to speed and physical abilities, “they dismissed him then because he was just too 
slow for them (P3)”. Task prioritisation and workload planning were also identified as challenging, 
“And she tends to, when there’s a lot going on she finds it hard to prioritise so it gets put into the 
too hard basket with everything (P2)”. Recognising capacity within the workforce and 
communicating this to supervisors was also identified as a concern. “I say to her, ‘You need to, to 
recognise that you’re full up to your capabilities and you need to say, ‘Look, not now. I will try, if I 
finish, I will try and do something later (P2)”. Another difficulty was a lack of understanding from 
employers, “when I'm applying for another child care job, they took one look at me [with 
hemiparesis] and said to me maybe not, because they don't see what I can do. I can handle kids 
(YP4).”  
 
There were various points of view expressed by young people with ABI and their parents/caregivers 
relating to how to find employment. One parent thought it was important to gain any type of 
employment just to advance one’s self, “I said get a job doing anything because once you’re in 
employment people look at you differently (P6)”. Alternatively, another parent perceived it as more 
important to be happy with the employment choice, “If they don’t like something they shouldn’t be 
forced to stay in a situation that they’re not happy with just because they’re disabled (P3)”. Two 
young people identified that work experience placements were very valuable in assisting them 
obtain employment, “every opportunity you get to do work experience while you're at school you 
should jump at the chance (YP4).” Some young people had difficulty maintaining employment due 
to the limited labour market, “there is very little work around at the moment for his trade, for most 
building trades (P7).” 
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In summary, young people with ABI in this study actively sought employment. Some utilised 
employment agencies but all reported negative experiences with this process. When employed, the 
young people with ABI experienced difficulty with fatigue, and with employers not understanding 
their abilities and capacity to complete work tasks on time. 
4.3.5.2 Further study. 
Given the societal trend away from unskilled jobs, ongoing training and education post- high school 
is becoming more important (Danziger & Ratner, 2010). Of the 27 participants surveyed, eight 
(30%) were enrolled in full time study, six (22%) in part time study, and 13 (48%) had not enrolled 
in further study. Of the people interviewed, six were enrolled in or had completed TAFE courses, 
three had not completed further study, three had completed an apprenticeship, and two were 
enrolled in university degrees. During the interviews, only one of the young people who had 
enrolled in further study accessed formal disability support services within their education facility. 
Others reported that they utilised their parents/caregivers for informal supports in education-related 
tasks, “my parents helped me out with a lot of the um, writing of the assignments um, like they were 
all my ideas but getting my ideas from my head to the…even typing it out, um, words would get 
jumbled up (YP2)”.  
 
The interviews explored the processes used by young people with ABI when choosing further study 
options. Interests and preferences at school were a consideration, “I think he just decided he was 
going to continue on and do – because he did alright with the accounting in high school,(P6)”. The 
young person’s abilities and limitations were also considered, “she did well at school so she had 
options… she could have gone into vet and decided that that was just too heavy a course with her 
fatigue (P11)”. Finally, course availability was a factor, “there was nothing. They don’t do any 
form of art course on the Gold Coast at any TAFE (P9)”. 
 
Approximately half of the participants in Study 1 indicated they had participated in further study, 
tending to choose courses based on strengths identified during high school. In the process of 
pursuing their studies they relied on parents rather than disability support systems to facilitate their 
engagement. 
 
4.3.5.3 Social and leisure pursuits. 
The types of leisure pursuits described by the six young people interviewed included: Computer 
games, watching TV, ‘hanging’ with mates, going to movies, internet chat-room discussions, 
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football, swimming and reading. The young people identified as having established these interests 
and past times prior to completing Year 12. Two young people participated in formalised social 
groups for people with disabilities.  
 
4.3.6 Issues of importance at the time of transition.  
The levels of importance specific topics related to young people, at the time of transition were 
explored with the young people and their parents/caregivers. Participants were asked to rate the 
level of importance this topic was to them on a scale of 1-5 (1 = not at all important, 5 = very 
important). Mean responses have been presented in Table 4.6. 
 
Table 4.6 
Levels of Importance Regarding Issues Related to Transition 
 Young Person 
MEAN (SD) 
n = 19 
Parent/Caregiver 
MEAN (SD) 
n =26 
Independent Living Skills 4.29 (1.21) 3.54 (1.50) 
Employment 4.35 (1.22) 3.76 (1.48) 
Financial Management 4.00 (1.37) 3.65 (1.47) 
Capacity/Legal guardianship 3.71 (1.26) 4.27 (1.51) 
Leisure 4.18 (1.13) 3.77 (1.03) 
Relationships/Friendships 4.29 (1.21) 4.23 (0.95) 
Driving 4.18 (1.59) 4.04 (1.48) 
Sexual Health 3.53 (1.66) 3.38 (1.42) 
Drug and Alcohol 4.12 (1.69) 4.00 (1.44) 
Medical Management 4.67 (1.86) 4.12 (1.54) 
 
All topics were indicated as important for both young people and their parents/caregivers. Young 
people placed slightly less importance on capacity and sexual health, and the most importance on 
employment and medical management. Parents/Caregivers placed importance on 
relationships/friendships, medical management and their young person’s capacity and guardianship.  
 
4.4 Consumers’ Experiences of Transition 
To gain an in-depth understanding of the transition experiences of young people with ABI, their 
perspectives and those of their parents/caregivers were sought. Specifically, their experiences of the 
services provided by the paediatric rehabilitation service at the time of transition were explored 
through both questionnaires and interviews.  
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4.4.1 Satisfaction with the transition experience. 
The data on young people’s satisfaction with the transition from paediatric rehabilitation services, 
as reported in Figure 4.3, indicates that more people were dissatisfied than satisfied. There was also 
a high level of missing data in response to this question. The parents’/caregivers’ level of 
satisfaction with the overall transition from paediatric rehabilitation services into adulthood is 
summarised in Figure 4.4. Less than 5% of parents/caregivers reported being completely satisfied 
with their transition experience. Of the 26 parents/caregivers responding, 12 (46%) indicated 
dissatisfaction with the transition service they received. Satisfaction data for three 
parents/caregivers were missing.  
 
 
Figure 4.3 
Young People with ABI Overall Satisfaction with Their Transition Experience 
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Figure 4.4 
Parents/Caregivers Overall Satisfaction with Their Transition Experience 
 
Parents/caregivers rated the communication that occurred between their paediatric rehabilitation 
service and their family at the time of transition as poor in 50% (n = 13) of cases and good in 42% 
(n =11) of cases. Three parents declined to respond (8%). Parents/caregivers also reported on the 
adequacy of services they received at the time of transition. There was an almost equal division 
between those who thought the services they received were sufficient (n = 12) and those who 
perceived these to be insufficient (n = 14). Preparation for discharge from paediatric rehabilitation 
services was rated as not occurring by 35% (n =9), another 35% indicated that they had been told 
about discharge on their last appointment and 30% (n =8) described this as a gradual process.  
 
Thirty-seven percent (n =10) reported that they had no involvement regarding the timing of transfer 
to adult services, however 19% (n =4) indicated that they were very involved. When it came to 
deciding which adult service the young person would transition to, 22% (n =6) described this as a 
collaborative experience between themselves and clinicians, while 30% (n =8) described this 
decision as being made independently.  
 
Thirty-seven percent (n =10) of parents/caregivers reported that they did not receive any assistance 
in the referral process. In 33% of cases (n = 9) the paediatric service made contact on their behalf to 
facilitate the referral. Fifteen  percent (n =4) of parents/caregivers reported that they had a joint 
paediatric and adult service provider handover appointment.  Forty-four percent (n =12) reported 
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that they did not receive any information on available adult services, 33% (n =9) reported receiving 
this verbally and 15% (n =4) reported receiving information both verbally and in written format. 
 
With the aim of trying to understand which aspects of transition services improved satisfaction, 
comparisons were made between those parents/caregivers who were satisfied (n = 10) with the 
service they received and those who were not satisfied (n = 12). Satisfaction data from four 
parents/caregivers were missing or rated as not applicable. Satisfaction was dichotomised as 
indicated in Chapter 3 as Satisfied (neither satisfied or dissatisfied, mostly satisfied, completely 
satisfied) and Non-satisfied (mostly dissatisfied, completely dissatisfied). In an attempt to control 
for the influence of demographic factors such as gender, age of injury and geographic location, 
initial comparisons between the satisfied and non-satisfied groups were undertaken. Using the 
Fishers exact test, there were no significant differences between the groups on these demographic 
factors. There was also no significant difference between the groups using a t test for the age of 
injury. 
 
Differences between the satisfied and non-satisfied parents/caregivers were also examined with 
respect to whether or not they received any support from the paediatric rehabilitation service during 
the transition. Fishers exact test showed no significant difference between the satisfied and non-
satisfied participants. The satisfied and non-satisfied participants were also compared to ascertain if 
having a final discharge appointment influenced their feelings of satisfaction. Using Fishers exact 
test there was no significant difference between the two groups. There was a significant difference 
(p=0.27) between groups with the satisfied group more likely to perceive the amount of service 
received as sufficient. Level of satisfaction was not significantly correlated with the level of 
preparation provided to the young person regarding transition to adult services or support received 
by the young person from QPRS in the referral process. There positive correlation (r=.569, p=.009) 
between the level of communication from the paediatric service and level of satisfaction 
experienced during transition, however as this is not a strong positive correlation, care must be 
taken when interpreting findings.  
 
4.4.2 Positive aspects of the transition process. 
Young people and their parents/caregivers were able to identify some processes which facilitated 
the transition experience. They reported that having an established relationship with the adult 
service providers, whether that was their local GP or specialist medical consultant, prior to 
discharge was helpful. Being prepared by the paediatric service for what to expect from the adult 
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services was acknowledged as helpful by those who were provided with this support. Other 
consumers who were assisted to connect to an adult service found this beneficial.  
 
4.4.3 Negative aspects of the transition process. 
Young people with ABI and their parents/caregivers were asked to report on negative aspects of the 
transition into adulthood. Both identified that the heightened level of emotion during this time made 
the process more challenging. When reflecting on their emotional experiences at the time of 
graduation from high school, some young people reported that they were uncertain about entering 
adulthood, concerned that they would not enjoy life as much, once they had left school. These 
young people reported however, that they actually enjoyed life more once school had finished, 
appreciating the new freedom in the structure of their day, “at first I thought it would have been 
harder but it’s…now I, I find it actually a little bit, it’s a little bit easier, there’s a little bit of a 
leeway (YP1)” and “Ah, I’m actually glad school’s over but it…it’s work…yeah work is…I like it! 
It’s really good (YP3)”. 
 
There was a variety of emotions expressed by parents/caregivers of young people with ABI at the 
time of transition including, “ feeling of isolation (P9)” and fear, “it’s just frightening (P3)”.  They 
reported feeling overwhelmed with thoughts of the future, “see, for me, I never looked too far... if I 
looked at the bigger picture, it just freaks you out (P1)”. The concept of transition to adulthood was 
also considered to be confronting. Parents reported that discussions of transition stirred feelings of 
grief for their young person and the life experiences they would miss out on because of their brain 
injury. They also expressed grief about losing contact with the support received from the paediatric 
rehabilitation service after transitioning to adult service providers, “It was just a feeling of loss and 
we loved these people, they’re like another family (P9)”.  
 
Insufficient information provision about the services available to adults within the community was 
identified by parents as a concern. Specifically they expressed the view that the adult services were 
unfamiliar and potentially unable to meet their needs, “I suppose we didn’t know what were…what 
was available or not in the adult services (P2)”. Parents commented that poor communication from 
paediatric services about the available adult services and how to access these, impacted negatively 
upon their transition experience. They reflected that there was limited choice in the services 
available to adults and that having to find these agencies independently was challenging. They 
identified that having access to the paediatric service, post- discharge, for information support 
would have been beneficial. Parents and community service providers indicated that there seemed 
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to be a general lack of understanding in the community about the needs of people with ABI. The 
financial cost associated with accessing adult services was also considered a difficulty experienced 
at time of transition.  
 
4.5 The Individualised Nature of ABI 
The findings presented so far have been from the perspective of young people with ABI and their 
parents/caregivers, however transition involves many other stakeholders including paediatric 
clinicians (PC), adult clinicians (AC) and other community service providers (OSP). In the 
following section, findings from questionnaires, interviews and focus groups with these 
stakeholders are also presented along with those of the young people and their parent/caregivers. 
 
Analysis of the qualitative interviews conducted with the key stakeholders identified that issues 
relating directly to the nature of ABI impacted upon transition. Specifically, the variation found 
within people with ABI with regards to their functional presentation, the long term cognitive 
difficulties experienced and the increased risk of mental health issues and illegal activities all 
influenced transition. These issues are discussed in tern below.  
 
The wide variation in functional capabilities amongst people with ABI was identified as an issue 
which impacts upon transition, “some range from really complex clients where they’ve got complex 
physical and cognitive needs; others may have just some memory problems, others might have 
behavioural issues associated with their acquired brain injury (OSP3)”. Therefore it was 
recognised that the complexity of problems arising from ABI would influence the transition 
experience in a unique way.  
 
Some stakeholders reflected that a diagnosis of a brain injury does not translate into a specific 
presentation, “if you got a young person coming in who has a high level cognitive and language 
issue but who is otherwise is at school and maybe wanting to go to university, and so forth, and has 
a part time job, the family just need a bit of guidance, that is very different scenario to where there 
is a complex family and there are behavioural issues and lack of insight, where they’re struggling 
even at school (PC1)”. These statements confirm the need for a transition program which caters for 
a variety of needs, but it was also recognised that this would be challenging, “if you’ve got a lot of 
different levels of disabilities too that’s going to make it harder (P6)”. Clinicians identified that it 
would be challenging to identify and anticipate the current and future needs of young people, “I 
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think that it is very hard because you can’t identify any and every issue that might come up for 
every family at any point in any time (PC1)”. 
 
Cognitive difficulties including executive dysfunction and memory impairment were also identified 
as impacting transition and influenced how independently young people were able to function, 
“memory and the organisation and decision-making – they’re probably the big ones that I would 
suggest would be manifesting for most of their lives (OSP3)”.  Cognitive difficulties were said to 
impact the learning and development of skills required in adulthood. Young people with ABI, like 
their peers, start to develop their judgment and decision making abilities during adolescence, 
however were reported to require more support in learning to evaluate risks. Data suggested they 
required more time to develop skills in activities of daily living. Therefore, in transition, learning 
skills required for adulthood needed to be more purposeful and direct, with more time allowed for 
repetition and re-enforcement. One stakeholder described it as, “I often say to the parents that, 
whereas a normal teenager might just coast through and never learn how to cook and then kind of 
pick it up later, for kids with brain injuries they have to practice a lot of things, so they actually 
need to start those adolescent tasks earlier because they’re just not going to be able to wing it like a 
normal kid might be able to (PC1)”.  Participants reported that the task of teaching young people 
these skills was made more challenging as young people with ABI did not want to be seen as 
different from their peers, and often lacked insight into their limitations.  
 
Lack of insight or reduced awareness of disability, a common cognitive difficulty found in people 
with ABI, was reported to impact participation in the community at the time of transition. Young 
people were described as not identifying that they had a disability, “they don’t see that they have a 
problem” and therefore reluctant to engage in services that were designed and marketed for people 
who have a disability, “One of the biggest struggles that we’ve found over the years for young 
people with acquired brain injury is not wanting to engage in a disability model of support. They 
want to be cool and like their peers and not have anything to do with anything that has the word 
‘disability’ in front of it (OSP1)”. 
 
Young people with ABI were also identified by stakeholders as being at greater risk of developing 
mental health  conditions such as anxiety and depression, “you’re also more than 50% as likely to 
get a mental health condition as well (OSP2)”. Drug and alcohol issues were also reported by 
parents/caregivers as a concern, “if he drinks a little bit and he goes out with his mates and that, he 
only needs a couple of drinks and he’s drunk which concerns me because his friends egg him on 
and that, he’s very gullible (P7)”. In some situations, this poor judgment was seen to contribute to 
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the young person coming into contact with the justice system, “they’re vulnerable. They get into 
trouble with youth justice and the cops (OSP1)”. Concerns were expressed that there did not seem 
to be a service available to support young people learn to regulate themselves within social 
contexts, to avoid the legal system, however this was seen beyond the capacity of health services, 
“at some point you have to let them go...because nobody’s going to hold their hand forever, except 
the prison system (PC1)”. 
 
As described within this section, individual factors resulting from a person’s ABI have an impact on 
transition into adulthood. Stakeholders however, placed more emphasis upon contextual factors that 
contributed to the overall transition experience. These are described below. 
 
4.6 Home and Community Context 
Stakeholders reflected that the experiences of young people who are transitioning into adulthood are 
uniquely influenced by the context of the environment in which they live and function. Family 
factors such as the importance placed by parents upon independence and the transition to adulthood 
and willingness to adjust to change were all reported to impact upon the young person. The 
community’s general awareness and the various other agencies involved in the young person’s care 
also were reported to influence transition. Geographical location was  described as a contextual 
factor influencing the young person. This key theme of “home and community context” was 
identified primarily through the interviews, however was also reinforced in the questionnaire data. 
 
4.6.1 Family culture. 
Each family has its own culture which determines expectations placed upon children within that 
family with respect to independence (Furstenberg, 2010). The parents/caregivers of young people 
with ABI expressed mixed feelings regarding their young person gaining independence. Some 
parents wanted to encourage independence while others found it challenging to let go, “It’s the 
hardest thing because, yes, you can’t always protect him from things …It’s good for them to, you 
know, have a bit of independence and get to know life (P1)”. 
 
Paediatric clinicians who had experience working with families during transition reported that 
families differed in the extent to which they were willing to discuss issues around their young 
person gaining independence; “I guess where I’m coming from is some of our families don’t want to 
have to necessarily think that their young person is going to have to look after themselves one day 
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(PC1)”. They also described great variation regarding expectations, “there is such a difference 
between different families, from a value perspective, about what a young person should be doing, 
and what they expect a young person to do (PC1)”. 
 
Broader than just the family’s perspective on independence, a willingness to adjust to change and 
facilitate the transition process is also part of the family context. A family’s commitment to engage 
in a transition process was considered essential for its effectiveness and therefore the level of 
importance parents/caregivers place on transition was seen as relevant. Of the 26 parents surveyed, 
22 (85%) indicated that they thought it was important to have a transition service available. 
 
4.6.2 Community context. 
The level of awareness and understanding of ABI in the general community was reported to greatly 
influence the acceptance of and opportunities available for young people with ABI. Stakeholders 
expressed that this was difficult because people with ABI are often not easily recognised as having 
a disability, “it’s such an invisible, hidden disability at times… I don’t know whether it’s a stigma 
or a hidden stigma in the sense that they [community] don’t understand what acquired brain injury 
means and they don’t understand the damage that has occurred to the brain that causes people to 
act in a [certain] way (OSP3)”. It was reported that people with ABI do not always present with 
physical disability, mostly their deficits are more subtle cognitive difficulties, “because they can 
look exactly the same as you and me but their cognitive process is much slower”.  Overall there was 
a reported lack of understanding and tolerance by the community, “Yeah because they look normal, 
they act normal, and when they do something wrong people hound them (P6)”. Therefore it was 
perceived that people’s expectations regarding a young person’s capacities may be unrealistic. They 
may judge ABI-related behaviours incorrectly as laziness, “We get silly comments like “They’re 
lazy” and you go “No, you just don’t understand. It’s not that they’re being lazy (OSP2)”, or 
delinquency, “in the community, they can’t act normal, and they do things that people go, ‘My 
goodness, why are you doing that, you bad boy (OSP1)” and these perceptions can influence the 
way people interact with someone with a brain injury. 
 
In respect to the environmental context, participants identified benefits and issues related to living 
within a smaller community. One stakeholder said that, “smaller communities themselves rally 
together (PC1)”, providing greater access to opportunities and resources. There was, however, 
acknowledgement that this support was not as forthcoming when a person entered adulthood. 
During transition, “what you lose is the paediatric nature of the condition, in that, this is now a 
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young adult, and the community probably responds differently when it is a young adult (PC1)”. A 
parent reported that living in a rural environment decreased a person’s access to therapy and 
services, “I think it’s totally different for people who live out in the country compared to maybe 
people that live in the city. I honestly think that people who live in the city have got more (P7)”. 
 
4.7 The Context of the Paediatric Services 
Paediatric services were identified as the key organisation to drive the transition process. The 
culture and capacity of the service, the resources available, and the knowledge and skills of the staff 
were seen to impact the quality of transition services provided to young people. All paediatric 
clinicians (n = 25) perceived it was important for a transition program to be provided for young 
people with ABI. Within the context of their day to day caseloads however, many paediatric 
clinicians (44% n = 11) indicated on a scale of 1 to 5 that the importance of addressing this issue 
was a 3. This suggests that although they consider it an important service, their prioritisation of this 
within their caseload may be limited.  Clinicians indicated, “it is hard to find the time as an 
individual discipline member, to sometimes do all the work that is needed for transition…and while 
those families aren’t any less deserving, their needs are less acute then other families [acute 
admissions] who are coming through (PC1)”.    
 
4.7.1 Knowledge, skills and resources available within the paediatric setting. 
Paediatric clinicians were asked to reflect on their capacity and expertise to address issues 
surrounding service transition and adolescence. Only 28% (n = 7) indicated confidence in their 
skills and abilities in this area. Concern was raised that staff turnover decreased expertise, resulting 
in transition services not being provided with a consistent approach, “I guess that is where it 
[transition] is a bit ad hoc depending on who is part of the team, and the skill mix, I think 
dependent on experience. With constant turnover of staff, who haven’t had that experience with the 
older children [inexperienced clinicians think] what transition is about?. So… it is ad hoc 
depending on experience” (PC2).  
 
Limited knowledge and skills to deal with issues unique to transition were identified by clinicians. 
Particular knowledge deficits related to sexual health, employment options and the long term health 
implications of brain injury were reported, “I think one of the things that we don’t know very much 
about is the vocational stuff. I don’t see that as a strength for us (PC3)”. Lack of knowledge 
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regarding the services available to young adults once they have transitioned was also identified. 
Seventy-six percent (n =19) of clinicians reported that they were not familiar with the adult services 
available. Forty-eight percent (n = 12) indicated that they were not familiar with the referral 
processes required to support a young person access an adult service. This was further reinforced in 
the interviews, “I think there’s a problem there for our teams to know who to refer to (PC4)”.  
 
Clinicians who were unfamiliar with the services available expressed two concerns: how time 
consuming it was to research information regarding available services and that, without this 
information, they were unable to provide appropriate or accurate information. Therefore having 
access to resources about adult services was identified as an important consideration within a 
transition process. 
 
4.7.2 Service restrictions. 
Policies governing services dictate the age at which transition should occur. Usually this is prior to 
turning 18 years of age. Young people with ABI however, were described by stakeholders as less 
mature than other 18 year olds and concern was raised that topics often covered in transition may 
not be developmentally appropriate at this time for these people, “I think that some of the 
discussions that happen within MDC [multidisciplinary clinic], around the sex, drugs and alcohol 
type talks,… even the driving talks, it seems like even that is happening too early in terms of their 
emotional development, and even their cognitive development and where they are at. It is almost 
like we do it because we know that they are going to have to hear it at some stage, but really they 
might not need it for another 2-3 years (PC2)”.  
 
Transition for young people with ABI was further complicated when there were multiple services 
involved (local therapy teams, Education Department, Department of Child Safety). 
Communication between services and agencies was often reported as poor, resulting in confusion 
for families, “I think we often have people working in isolation. At the schools, there will be people 
doing exactly the same thing, with exactly that age group, so I think having a coordinated process… 
Otherwise, you get very confusing information going out to families (OSP1)”. 
 
4.7.3 Family-centred care. 
Care provided to families within paediatric health services was described as nurturing and family-
centred. Paediatric clinicians reported taking on case management and coordinator roles for 
families, helping to schedule appointments with other departments and making access to health 
74 
services as convenient as possible for the family. Paediatric clinicians indicated that they often 
made allowances for families, rescheduling appointments to accommodate conflicting events such 
as school carnivals, exams and special events. When patients did not attend appointments, follow-
up was often provided by the paediatric service to ascertain why and to reschedule the appointment. 
This model of care differs to that described within the adult service and some stakeholders criticised 
the paediatric services for overprotecting families, “we cocoon the children and the families, we 
look after them, we ring them up, we remind them, we reschedule them if they miss. We just wrap 
them in cotton wool (PC4)”.  In situations where the family was highly reliant upon the service, 
service providers noted that transition involved empowering the whole family to be more 
independent in sourcing assistance, “sometimes stretching that umbilical cord is probably in their 
best interest (PC4)”. 
 
4.7.4 Processes and procedures. 
A lack of formal transition processes and procedures was identified by many paediatric clinicians as 
a barrier to providing consistent and effective transition care to young people with ABI. They 
perceived the current service provision as ad hoc, “I think that it [transition] is variable… I think 
that sometimes we see a lot of lead up preparation, a lot of consideration, from even a year or so 
before the young person exits the service, and sometimes it is the morning of clinic, and we think 
oh… this could be the last time (PC5)”. This variation depended on clinical availability, family 
capacity, “how proactive the family is (PC4)”, and the needs of the patient “the complexity of the 
child’s needs (PC1)”. 
 
Paediatric clinicians also described duplication and inefficiency in transition service provision, 
“you might have a neuropsychologist looking after a transition kid in this clinic and then in another 
clinic, you might have another patient whose needs might be being addressed by an OT, and both of 
those people will be looking up the same things so there is a lot of time wasting that happens 
(PC6)”. This was thought to result from no specific discipline or clinician having expertise or 
ownership in this area. 
 
Without a documented procedure it was suggested that the process of transition did not occur early 
enough, “the kids that are transitioning are not well identified… so that we don’t necessarily for 
every case start asking the questions and identifying the needs early (PC5)”. Clinicians reported 
that they would prefer structured guidelines to exist, “there is a lack of a formal process, for 
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identifying this stuff (PC2)” with clear roles and responsibilities for team members and with clear 
time frames attached. 
 
4.8 The Context of the Adult Services 
Many contextual factors associated with the adult services were identified as creating complexity 
within the transition experience. These included the importance placed upon transition within adult 
services, the type of care provided and expectations placed upon young people when accessing 
adult services, the capacity of adult services to meet the needs of young people with ABI, 
availability of services and finally funding and financial considerations. All of the community 
service providers (n =3) perceived that it was highly important for a transition program to be 
offered to young people with ABI. Adult rehabilitation service providers however were more varied 
in their thoughts regarding this with 30% (n =7) indicating very little importance.  
 
4.8.1 Care provision and expectations of young people within adult services. 
For families, adjusting to the different type of care provided by adult services was described as an 
issue within the transition process. Adult services were described as goal specific, time limited, 
deficit focused, and crisis driven , “We are primarily a service that works with people to facilitate 
community participation and independence and achievement of very specific goals in a time limited 
way” (AC3). Consumers of adult services are encouraged to be proactive in negotiating the adult 
system, “there’s no one proactively necessarily saying, ‘Oh look, how’s that person going?’ 
(AC3)”. Given the number of people requiring services in the adult system, services tended to be 
responsive to acute need, “[adult services are] very crisis driven too. So responses are sort of 
reactive, after the fact rather than a preventative and proactive model of supporting need” 
(OSP2)”. Adult services were also considered less cohesive, “everything in child services is in one 
nice neat little package… Whereas you get to adult services and you have to dip into a bunch of 
different baskets to get the same things (OSP2)”. 
 
4.8.2 Capacity of adult services. 
Fifty-three percent (n = 50) of all stakeholders (n = 94) perceived that the adult services were not 
able to appropriately meet the needs of young people with ABI. Twenty-two percent (n = 21) 
declined to comment as they had not had first-hand experience of adult services. Reasons provided 
regarding why adult services were unable to provide appropriate services included lack of expertise 
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(15%, n = 14), lack of resources (12%, n = 11), lack of time (5%, n = 5) or all of the above (35% n 
= 33). Young people with ABI and parents/caregivers (n = 8) were more likely to report that the 
adult services did not have the expertise to meet their needs whereas both the paediatric service and 
the adult service providers perceived that it was a combination of all three factors that impacted on 
adult services’ capacity to meet their needs. For example, the following comment was made 
regarding resources, “Well, there’s never going to be enough resources. We have finite resources. 
We do the best we can within what the Department has available but it’s a finite resource so we 
have to prioritise (OSP1)”.  
 
Adult services were seen as not able to provide long term services, “So we don’t keep following 
them [people with ABI] up forever and a day (AC2)” for reasons such as, “logistics but also... 
activity-based funding (AC2)”. The young people who had sustained their injury at an early age 
were more likely to be de-prioritised, “kids who may be many years down the track from their 
injury probably are not considered with very high priority by the adult services (PC3)”, with the 
focus of adult services being on newly acquired injury and more short term, “adult services tend to 
have that view that this [rehabilitation] is a two year process, two years from time of injury 
(PC3)”. Prioritisation was reported to be based on the identification of functional goals, “if there 
are no specific rehab goals and the focus is maintenance that’s not something that we’re able to 
provide (AC2)”.  
 
Rehabilitation within the adult sector was described as having a different focus, “the goals for that 
specific population group, are very different from an adult population group (AC3)”, as adults have 
lost skills and are relearning them while children need to learn new skills in the presence of a brain 
injury, “ you’re looking at habilitation or capacity to learn skills that have never been acquired 
(AC3)”. The learning of these new skills was identified as complex, time intensive and difficult to 
meet within the constraints of adult services, “progression into adult life is really time consuming, 
and often those goals are difficult to pull out, difficult to meet in the time frames that we have 
available here (AC2)”.  
 
Adult clinicians described their skill base as different to that required for working with adolescents 
entering adulthood, “I don’t know our clinical abilities would, would not necessarily be, not the 
best, but I think we wouldn’t have the resources or some of that background knowledge to deal with 
them in the most efficient way (AC2)”. 
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The expectations adult clinicians have of young people when they enter adult services were 
reported to add an element of complexity to the transition process. Within adult services, young 
people are expected to be self motivated, “they will come to us for an assessment or a treatment 
program and then they will actually go and do that work at home. And they’re the agent of change 
(AC2)”. They are also expected to be able to set and articulate the goals they wish to achieve during 
service provision, “having identified goals would be helpful, families and patients are put on the 
spot and asked, ‘What do you want to get out of this?’ (AC2)”. There was also an expectation that 
the young person or their family drive the health care process, and navigate the services 
independently; “it puts the onus back on the families then to divert to do all that liaising and 
negotiating (OSP2)”.  
 
There was some concern that families were not adequately prepared to do this, “they don’t’ know 
how to navigate the processes very successfully (OSP2)”. Some of the adult clinicians reported that 
these expectations cannot be communicated to the client on just one occasion, but rather the 
expectations need to be repeatedly communicated over a period of time, “I don’t think it’s a 
message that you can just pass on in a one off appointment. It needs to be an expectation that’s 
built over time (AC2)”. 
 
4.8.3 Availability of appropriate services. 
The general scope and accessibility of services available to the adult population were reported to be 
limited compared to those of paediatric services, “there are a lot of the services available to 
children but they just cease once you hit 18 (OSP2)”.  Due to limited availability, entry to services 
is competitive, parents are required to focus on and emphasise deficits rather than strengths, 
“Eligibility is based on criticality of needs so you need to be able to focus or emphasise all the 
deficits in your children which goes against a parent’s natural tendency (OSP2)”. This was 
described as challenging for families. 
 
Stakeholders from the adult services indicated that generic services, which provide assistance to 
adults with a variety of needs and disabilities, often do not have specialised knowledge of the 
implications of brain injury for people, “Services really don’t have much understanding of brain 
injury at all (AC3),”Services were also described as inappropriate for young people, as they had 
been designed to target an older adult population, and interaction with much older people left the 
young person feeling uncomfortable, “even though we may offer support groups and different types 
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of things, um, they’re reluctant to come because the age...the general population is 40 + and 
that...they can’t relate to that (AC2)”. 
 
Case management was identified as a service that was lacking for young people with ABI, as was 
counselling, mental health services, and ongoing monitoring of muscle tone abnormalities such as 
spasticity. A suggestion was made that, “the GP could be the case manager for these young people 
(PC1)”.  However it was acknowledged that without community support services to which young 
people could be referred, and the resources available to access these, this could be a frustrating 
experience for the GP, “it’s very hard to be in the situation where you’re just identifying problems 
but can’t do anything about them (PC1)”. 
 
Limited availability of appropriate supportive employment services was an area of concern, “in 
terms of employment and training, a young person with an acquired brain injury would get lost in 
that system...Either they’re just lumped with another disability group or they’re completely 
forgotten about in terms of their needs (AC3)”. 
 
4.8.4 Financial considerations. 
The changes in funding associated with accessing some types of services once a young person 
enters adulthood were also of concern. Many of the services received during childhood incurred no 
out-of-pocket expense to the family, however, this was not the case for adult services, “often you 
need funding, independent funding or, or money to access those services’. Cos then when you get 
into the adult world it’s very, very difficult to get funding for anything (AC3)”. There was some 
reported provision for funding through the government for some post- school options, however this 
resource was limited and prioritised based on need. Clinicians who worked within the government 
department responsible for this funding expressed concern regarding parents’ expectations of access 
to these services, “another problem that we have is that families spend a lot of time in the year 
before they leave school going to [investigate] post- school service providers and then they don’t 
get funded and they’re incredibly disappointed (OSP1)”. 
 
Some concerns were raised regarding the move towards individualised funding models (e.g., 
National Disability Insurance Scheme), whereby parents are given finite resources with which to 
access services. Consequently, services may be chosen based on how much time could be accessed 
for this amount, “there’s going to be more and more shopping around happening but not 
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necessarily to the betterment of the client. Because it will be around, I’ve got X amount of dollars, 
how many hours can I get for this?(OSP2)”,  rather than on the quality of services.  
 
Some other differences in funding were reported. Within the paediatric health care service, many of 
the consumables related to health care were reportedly provided through the hospital. These 
included formula feeds, tubes, catheters and other medical supplies. In the adult health services, the 
expectation is on the consumer to purchase these items.  
 
4.8.5 Links between the adult and children’s health services. 
The continuum between paediatric and adult services was seen as disjointed by stakeholders, “Well 
I think that the links between services, there isn’t a, a continuum between the two. There isn’t a lot 
of communication between the two. So it doesn’t flow (OSP2)”. Sixty-nine percent (n =49) of 
clinicians, both from the paediatric and adult services, indicated that communication between the 
services was poor. Ninety-four percent (n =48) indicated that they perceived the links between 
paediatric and adult services to be an important aspect of the transition process.  
 
Some of the difficulties in communication, such as misleading or inaccurate information provision 
to families, were considered to result from paediatric clinicians not having accurate knowledge of 
the adult services available and a limited understanding of the referral processes for these services. 
To overcome this difficulty, paediatric clinicians indicated that having an identified adult service to 
partner with for transition would be helpful to, “take on the kids who really needed rehab follow-up 
(PC1)”. It was thought that a formalised process to ensure appropriate communication of 
information in a consistent and timely fashion was warranted, “have some type of memorandum of 
understanding between the two services (PC1)”, and to ensure consistency between families. 
Communication of the young person’s history, “hand over all that history and knowledge from 
those paediatricians (OSP2)” , current functional status,  “knowing their functioning and ability, 
where they’re at (AC3)”,. and effectiveness of previously explored treatment approaches was 
considered to be important for ongoing care. 
 
4.8.6 Importance of General Practitioners. 
The importance of utilising the GP for the ongoing monitoring and management of a young 
person’s health care was emphasised by stakeholders, especially in light of the limited specialist 
services available within the adult sector, “I think for adult TBI, you know, specialists aren’t that 
important after a while but the GP is (AC3)”. GPs were seen as a valuable resource, who had 
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access to funding plans to manage health care concerns, and had the capacity to refer to specialists 
as needed, “Because the GPs also have access to some funding through the Better Access program, 
so you want a GP and then can refer on to specialists if necessary (AC1)”. 
 
There was some concern however, that the GPs might not have the capacity to meet all of the needs 
of young people with ABI; for example in relation to behavioural problems,“ I think the GPs have 
got the counselling skills to do that [understand the holistic nature of the person], but I’m not sure 
that they have the knowledge so much about the brain injury side of it (PC1)”. It was further 
perceived that this was the result of the GPs having limited exposure to young people with ABI, 
“But there’s so many other things for them [GPs] and the numbers [of people with ABI] are so 
small that it’s likely lots of GPs might look after one patient that has a brain injury in their whole 
practice. So it’s going to be hard to ever build any level of real expertise (PC1)”.  
 
Other concerns identified with utilising a GP for medical care was with respect to the consultation 
time available, and the ability for young people to get an appointment with their GP, “I mean I 
think the problem is that most GPs umm…don’t see patients for long periods of time even with the 
complex care items. I think they’re still often quite busy. It’s hard for patients to get appointments 
and it’s probably hard for our patients to link in when they don’t really feel there’s anything wrong 
with them (PC1)”. 
 
The responses to questionnaires sent to GPs , identified that some GPs had a long standing 
relationship with young people with ABI (n =3) and saw them on a regular basis (about once every 
three months). GPs identified the most frequent reasons for presentation included accessing support 
for general health concerns, medication management and completion of paperwork/documentation 
required for support service access (e.g., Centrelink). Some GPs reflected that often they only saw 
young people with ABI or their families in crisis when they needed emotional support. They 
suggested that an information resource outlining concerns for young people with ABI and services 
that can support these needs would be valuable. 
 
4.9 Summary 
This chapter has presented the results of Study 1 - the needs analysis conducted with all 
stakeholders relevant to the transition process. This study provided an understanding of the current 
life circumstances of young people with ABI during adulthood. It identified that young people with 
ABI are still developing independence during early adulthood requiring support from their parents 
81 
and support services to participate in activities related to adulthood. This study identified both 
positive and negative aspects of current transition support offered to young people with ABI, 
providing some guidelines regarding how to structure future transition programs.  Qualitative 
descriptions from the stakeholders identified that there were many factors associated both within the 
individual with ABI and the home and community context that impacted upon their transition to 
adulthood.  Additionally, both the paediatric and the adult services had contextual variables that 
were reported to also influence transition. Overall, the results presented in this chapter indicated 
that over half of the young people and their families were dis-satisfied with the current transition 
process provided by the paediatric service.  This highlighted that transition is a complex time for 
young people with ABI, their families and for the service providers involved in their care and 
demonstrated a need for a program to address these issues The following chapters, 5 and 6, will 
discuss these results within the context of the wider literature and consider how they may influence 
the development of a transition program. 
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Chapter 5: Factors that Impact Transition for Young People with ABI 
 
5.1 Introduction 
Chapter 5 provides a discussion of the findings from Study 1, the needs analysis, which aimed to 
describe the different factors that impact young people with ABI during transition. In order to 
develop a transition program, it was important to understand the future context; what life potentially 
looks like for young people with ABI once they have transitioned from paediatric care. This was to 
ensure that consideration was given to the lifestyle factors experienced during early adulthood, to 
guide the content in the transition program. Therefore, within this chapter, the life circumstances of 
the young people with ABI are discussed in light of other young people, of similar age, who may or 
may not have a medical condition. The rationale for this undertaking is to identify differences, as 
well as similarities, between people with ABI and their peers, that could be accommodated within a 
transition program.  
 
In addition to understanding the life circumstances of young people with ABI, it is necessary to 
understand the contextual influences which impact upon a person during the time of transition. 
These contextual factors were raised by stakeholders in Study 1 through identification of issues 
related to people with ABI during the transition process. These contextual influences came from the 
individuals themselves, their families, and society as a whole, as well as more specifically the 
rehabilitation and disability sectors which provide services to these young people. The impact these 
contextual influences have upon a young person at the time of transition is also explored in this 
chapter. 
 
5.2 Life Circumstances 
The term life circumstances is used within this thesis to refer to the living arrangements, functional 
independence, social, leisure, employment and educational participation of the young person with 
ABI. These circumstances for young people with ABI are discussed as they can have an impact 
upon a person’s quality of life (Di Battista, Soo, Catroppa, & Anderson, 2012a). For parents and 
young people alike, the significance of the transition to adulthood is often about quality of life and 
meaningful participation within society. Quality of life can be defined as a person’s perception of 
and satisfaction with their current level of functioning and lifestyle (Roebroeck, Jahnsen, Carona, 
Kent, & Chamberlain, 2009). Determinants of quality of life appear to be connected to a person’s 
living arrangements, level of education, employment status, social and leisure participation as well 
as overall level of independence (Di Battista et al., 2012).  While quality of life was not directly 
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measured within this study, exploring the contextual variables that influence quality of life was seen 
as an important part of understanding the transition to adulthood after ABI.  
 
5.2.1 Living arrangements. 
Historically, moving out of home has represented a milestone in achieving independence and 
signified the completion of the transition to adulthood for young people (Chambers, Rabren, & 
Dunn, 2009). In 2006, Australian census data (Australian Bureau of Statistics, 2009b) indicated that 
within the general population, the mean age for moving out of home was approximately 20 years, 
with 46% of the population returning to live at home at least once before they turned 34. The 
reasons for moving out of home have dramatically shifted from the 1970s, when the primary reason 
was marriage. The reasons for moving out of home in the 2000s include study, work and travel 
(Young, 1996), and are influenced by the young person’s level of financial security and housing 
affordability (Cobb‐Clark, 2008; Leiter & Waugh, 2009). Looking internationally, Chambers and 
colleagues (2009) found that young people both with and without disabilities were most likely to 
continue residing with their parents one year after completing high school, with less than 15% in 
either group living independently. These authors also found that 50% of young people were happy 
to remain in the family home, while 37% indicated that they would prefer to be living more 
independently. Consistent with data collected within Study 1, Australian census data (Australian 
Bureau of Statistics, 2009b) indicated that financial considerations were the primary reason for 
young people remaining within the family home. This census data also indicated that the longer 
young people remained at home, the more likely they were to require support of a carer, in this 
environment. This need for carer support was also identified within Study 1 by both YP3 and YP4, 
as a reason for remaining within the family home. Relocation as a result of work or study choices, 
as was the case for YP1, was also identified within the census data as a common reason for moving 
out of home, this being more prevalent for men than women (Australian Bureau of Statistics, 
2009b).  
 
The Australian census data identified and grouped young adults as people aged 20-35 years 
(Australian Bureau of Statistics, 2009b). While this may limit a direct comparison with the young 
people in Study 1 who were aged between 18 and 25 years, generally the findings of this study 
mirror trends found within current society. Reasons for remaining within the family home 
(financial, need for support) or moving into independent living due to study and employment 
choices were reflected in both populations.  While the move into independent living for young 
people with ABI may not occur for many years post- high-school graduation, it is still identified as 
an important milestone within early adulthood. Therefore a person’s living arrangement should be 
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considered within the transition program, to assist the young person to prepare for what this 
milestone may look like, and address potential barriers that may occur in achieving this goal.  
 
5.2.2 Functional independence. 
Within this thesis, independent living skills or functional independence refers to a person’s capacity 
to perform those skills and activities required by people to participate meaningfully in their 
community on a daily basis with minimal or no support. These incorporate both basic activities of 
daily living and instrumental activities of daily living, tasks which are described as enabling the 
individual to achieve personal independence (Pedretti, Pendleton, & Schultz-Krohn, 2006). They 
include activities that focus on self care such as hygiene tasks and meal preparation, activities 
necessary for managing the house including cleaning and washing, means for accessing the 
community such as driving or catching public transport, and activities focusing on health 
management, as well as activities related to financial management such as banking and budgeting.  
 
Cognitive skills for independence in adulthood include being able to set realistic goals, solve 
problems, make decisions, evaluate outcomes and develop appropriate interpersonal skills 
(Kingsnorth, Healy, & Macarthur, 2007). Within this thesis, it is proposed that cognitive skills 
facilitate functional participation in the activities and occupations of adulthood. The young people 
and their families in this study, indicated that functional independance skills were still developing 
during the early adult years, and therefore the young people with ABI required ongoing support 
during this time to facilitate participation in adult occupations. Woodward and colleagues (2012) 
attempted to look at the functional capacity of the other young people with complex health care 
needs. In a survey of 87 young people and their families, they found that 69% required support for 
personal care and 91% for their routines. This is higher than the reported figures presented in the 
2005-2006 National Survey of children with special health care needs which indicated that only 9% 
of young people required assistance with taking care of themselves (eating, drinking, bathing) 
(Blumberg et al., 2008; Lotstein et al., 2009). The sample reported on by Woodward and colleagues 
(2012) were engaged in a generic transitional care program, and had conditions such as cerebral 
palsy, spina bifida, developmental delay or autism. Data indicated a large variation amongst young 
people with health conditions with respect to their level of dependence for activities of daily living. 
The findings did not indicate if this level of dependence was static, or if given time, the level of care 
required by the young people decreased as they developed more skills.  
 
When comparing the skills of young people with ABI to the broader population of young people, 
there is little by way of research that reports on the skills of young people and the levels of support 
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required by people at comparable ages. There is considerable variation and diversity around the 
timing and development of these independence skills in the general population (Schulenberg, 
Bryant, & O’Malley, 2004). One study showed that young people experienced difficulty with 
developing independence and autonomy during adolescence requiring increased support during 
young adulthood (Schulenberg et al., 2004). As people with ABI in this study required increased 
support to develop their skills and independence, addressing the development of these skills within 
a transition program could be assumed to facilitate their development of skills required for 
adulthood. This may have an additional benefit of decreasing the burden of care placed on the 
family who may compensate for their young person’s lack of independence. 
 
5.2.3 Leisure and social pursuits.  
Leisure activities can be described as those activities or experiences that fill our free time. It is 
recognised that these activities should be enjoyable, provide relaxation, and be engaged in by 
choice (Carbonneau, Martineau, Andre, & Dawson, 2011). Benefits of engaging in leisure activities 
include decreased stress and improved mental health and self-esteem. Research indicates that it is 
not the quantity of leisure time or specific activities engaged in that creates the benefit, but rather 
that positive effects result when one participates in activities that are personally meaningful (Modi 
et al., 2012). The leisure activities reported by participants in Study 1 were largely solitary, 
sedentary activities such as computer games, movies and watching TV. While some young people 
reported physical activities such as swimming and football, the findings generally reflected the 
trend seen within society towards an overall decline in physical activity amongst young people after 
they finish high school (Chambers et al., 2009; Kwan, Cairney, Faulkner, & Pullenayegum, 2012; 
Wagner, Newman, Cameto, Garza, & Levine, 2005). People with disabilities have been found to be 
less likely to participate in physical recreational activities than their non-disabled peers (Chambers 
et al., 2009; Wagner et al., 2005). In a report published by the Australian Bureau of Statistics (2006) 
24% of young people with a disability engaged in physical recreation compared to 70% of those in 
the general population. Barriers reported by people with disabilities in accessing leisure services 
included decreased access to transport and limited financial resources (Gooden-Ledbetter, Cole, 
Maher, & Condeluci, 2007). While a few participants in Study 1 reported connection with formal 
leisure agencies such as the Special Olympics, they acknowledged that these connections were well 
established prior to completing high school.  
 
While not specific to young people who acquired their brain injury during childhood, there have 
been some studies into the leisure and social participation of adults with ABI. Adults who 
experience an ABI also reported a decline in social and leisure participation, with activities being 
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less physical and more sedentary such as watching TV (Gerber, & Gargaro, 2015). It has been 
identified that adults who utilise “Club-house” services which enabled the people with ABI to “drop 
in” and participate in social activity provided positive social outcomes for people who utilised them 
(Gerber, & Gargaro, 2015). A trial of this program, provided at a community day centre, found that 
a structured and coordinated program provided the opportunity for people with ABI to develop 
social and life skills, facilitated their engagement within the community, assisted them to develop 
new interests and provided needed respite for families. Participants of this study were of various 
ages and stages of their rehabilitation journey, and findings suggested value in providing similar 
programs to people with ABI across the lifespan.  Therefore in considering the transition to 
adulthood, means of accessing social participation, potentially through similar programs may be of 
benefit to young people with brain injury acquired during childhood.  
 
Participants in Study 1, expressed enjoying social activities with friends. Chambers and colleagues 
(2009) found both young people with and without disabilities indicated a preference for spending 
time with peers as a leisure activity. Data presented by the Australian Bureau of Statistics (2006) 
confirmed this indicating that on average, young people aged between 15-24 years, spent 30 hours 
per week with friends. People with childhood acquired TBI have been reported to experience an 
overall decline in their social life and peer relationships (Kriel, Krach, Bergland, & Panser, 1988; 
Taylor et al., 2015). It is acknowledged that for young people who, due to their brain injury, 
experience difficulty engaging in the community through employment, greater importance is placed 
on engaging in the community through social and leisure participation (Carbonneau et al., 2011; 
Taylor et al., 2015). Therefore, addressing social and leisure role participation during transition 
could assist in limiting this decline and maximising the value gained from meaningful participation 
in these occupations.  
 
5.2.4 Employment participation. 
It is well recognised that employment is an integral part of an individual’s identity. It facilitates 
social relations, financial stability and overall emotional health and wellbeing (Blomquist, 2006; 
Mortimer, 2010; Ownsworth & McKenna, 2004). Parents/caregivers who participated in Study 1 
indicated concern for the future employment options available for their young person with ABI. In 
the general community, work opportunities tend to start sporadically during the mid to late teens 
with part time employment providing a positive progressive platform into career development 
(Mortimer, 2010). However, participation in part time employment tends to be done cautiously so it 
does not interfere with other developmentally appropriate tasks such as school and social 
participation. It is acknowledged that skills relating to workplace expectations and negotiation are 
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learnt through these experiences and subsequently facilitate transition into more permanent 
employment (Mortimer, 2010). One barrier identified in Study 1 to young people with ABI gaining 
part time work was fatigue. Fatigue is often a sequalae of brain injury, impacting on a person’s 
capacity to participate in work (Taylor et al., 2015) and parents reported concern that their young 
person would be too tired if they attempted to participate both in schooling and part time 
employment. 
 
Work experience or work placement trials are also seen as valuable processes in which young 
people can learn vocational skills (Fleming & Fairweather, 2012). Comments made by the 
participants with ABI in Study 1, regarding the importance of work experience placements during 
high school, are supported by literature which suggests that young people who complete high 
school work experience programs are often more marketable within the workplace (Backhouse & 
Rodger, 1999; Lindsay, 2011). Completion of work readiness and job searching skills prior to 
completion of Year 12 has been also recommended (Lichtenstein, 1998; Test et al., 2009).  
 
Within the adult population, success within employment placements for people with ABI was found 
to be related to the person’s global cognitive functioning, emotional status and involvement in a 
vocational rehabilitation program (Malec, Buffington, Moessner, & Degiorgio, 2000; Ownsworth & 
McKenna, 2004). Kriel et al. (1988) identified a complexity of issues surrounding young people 
with ABI sustained in childhood. In the adult population, vocational rehabilitation focuses on 
returning a person to the workforce, building on previous knowledge and experience within this 
context. Young people with ABI, need to learn about the expectations of the workforce for the first 
time, often within the context of experiencing difficulty learning new concepts. Blomquist (2006) 
highlighted that participation within home routines and chores had a predictive influence over 
young people gaining employment, as the expectation to complete routine tasks, within a larger 
dynamic, assisted the young person to meet the demands of a workplace.  
 
Literature suggests that barriers to gaining employment for people with disabilities generally 
include inadequate transportation, discrimination and negative attitudes from workplace colleagues, 
and lack of workplace accommodations to enable task completion (Winn & Hay, 2009). Individuals 
with communication difficulties are further disadvantaged within the workforce (Lindsay, 2011). 
Higher level executive functioning skills such as self-motivation, time management, tolerance of 
criticism, and taking initiative have been identified as important characteristics for employability 
(Winn & Hay, 2009). Employment requires adaptability and creativity to achieve success and these 
are precisely the higher level executive functioning skills that are often compromised in people with 
88 
ABI (Bynner, 2005). A case manager who can provide some vocational rehabilitation and support 
to help manage these difficulties, can optimize the employment success of young people with ABI 
(Malec et al., 2000). Employment is seen as an important occupation during adulthood, and given 
the number of barriers people with ABI face in obtaining employment, attending to this within a 
transition program may facilitate the young person to overcome these potential barriers. 
 
5.2.5 Further study. 
Many of the young people with ABI described in Study 1 engaged in further study after high 
school. Society is shifting away from unskilled jobs, therefore the need for ongoing training and 
education post- high school is becoming more important (Danziger & Ratner, 2010). Within the 
wider disability literature, a longitudinal study completed by Wagner and colleagues (2005) 
indicated that one third of people with disabilities went onto further education, which was half that 
of their non-disabled peers. Of the sample presented by Wagner and colleagues (2005), only ten 
percent went on to university level studies, which was one quarter of the number of their non-
disabled peers. Of those young people who went on to further study, 40% disclosed their disability 
to their education facility, and only one third of these accessed formal supports from the school to 
compensate for their disability. Many factors have been found to influence a person’s decision to 
continue on to further education including: the level of understanding provided by the high school 
education facility and the impact that this has had on high school completion rates (Backhouse & 
Rodger, 1999); education status of the family (Blomquist, 2006); and the level of modification 
provided within the high school education program (Wagner et al., 2005).  
 
Tervo and O'Leary (1986) found that young people with TBI were less likely to progress on to 
further study than young people in the general population. They also identified that those young 
people who had sustained their injury later in adolescence were more likely to attend university 
programs as it was in keeping with their pre-injury aspirations. For those who were attending 
educational programs, fatigue, memory, organisation and planning were the aspects that were most 
limiting for them. Some young people found it difficult to adapt to the university environment, as 
lecturers were not able to modify the workload and assignments to the same degree as in high 
school. For the young people with ABI in Study 1, 50% did not access formal supports at the higher 
education facility attended, as they perceived that they did not need any assistance or were 
concerned about the stigma that this would attract. In situations where formal support was accessed, 
this tended to be note taking provision and assistance with workload planning and liaison with the 
teachers. 
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It appeared from the data in Study 1, that people with ABI in the Brisbane area are more likely to 
participate in further education compared to their international peers with disabilities. This could 
possibly represent a bias in the sample, whereby respondents were more likely to be students 
willing to respond to questionnaires. Alternatively this could represent the current context of 
metropolitan Brisbane, where further study may be encouraged. Regardless, as some young people 
with ABI do engage in further study, the need to consider Post Secondary Education options within 
a transition program is warranted.  
 
The life circumstances of young people with ABI discussed within this chapter indicate that there 
are unique considerations for this population. Ongoing support is required as young people move 
towards independence and difficulties with social participation and employment become more 
evident. These circumstances however are also influenced by the individual, family and social 
contexts in which a young person with ABI exists, as evidenced by the complexities of issues 
expressed by stakeholders within Study 1. 
 
5.3 Individual Context 
Within this thesis, the individual context refers to factors which are unique to the individual with 
ABI and include the nature of the injury, cognitive capacity and emotional experiences. It also 
pertains to their current developmental phase: adolescence.  
 
5.3.1 Individual characteristics related to ABI.  
As described in the introductory chapters, young people who have an ABI are unique in their 
presentation, and their functional capacity is greatly influenced by the nature of their injury. The 
variation seen within participants of Study 1 could be attributed to the nature (focal or diffuse) and 
cause of the injury (traumatic or non-traumatic), age at which the injury was sustained, and location 
of the injury. This variability is consistent with findings documented in the literature regarding the 
presentations of people with ABI (Di Battista et al., 2012b; Fisher, Lennon, Bellon, & Lawn, 2015). 
Pre-morbid characteristics of the child, such as the presence of mental health concerns (Trenchard, 
Rust, & Bunton, 2013) and learning difficulties (McKinlay, McLellan, & Daffue, 2012) may also 
influence outcomes for people with ABI (Taylor et al., 2015). 
 
It is well recognised that outcomes vary between people with ABI, but also that individuals may 
fluctuate in their capacity depending on the expectations and demands being placed upon them at 
any given time and environment. Within the wider literature, it has been suggested that the full 
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realisation of a person’s functional capacity does not become evident until early adulthood, when 
expectations for higher level executive functioning are increased (McDonald et al., 2013).  
 
Stakeholders within Study 1 described functional difficulties experienced by young people with 
ABI as ranging from mild to severe. They indicated that these difficulties impacted on the life 
experiences of young people and therefore the type of services they required when transitioning to 
adulthood. Concerns were also raised by stakeholders about how challenging it was to provide 
prognostic information to families regarding the long term sequalae for their young person, as 
outcomes are unpredictable. This, in turn, made it difficult for families to anticipate the support 
needs of the young person on entering adulthood. Therefore, from a transition perspective, 
flexibility is required in a transition program to meet the variation in capacity and performance. 
Education for families would also be important, to explain the lack of predictability regarding the 
young person’s future outcomes. Finally, services that may be required in the future would need to 
be anticipated. 
 
5.3.2 Capacity. 
Parents who were interviewed during this study indicated that they continued to provide support to 
their young person for many decision making tasks. Where young people have significant cognitive 
impairments resulting from their brain injury, further legal considerations must be made at the time 
of transition. In these circumstances, a person’s capacity to make decisions regarding health, 
finances and lifestyle choices may need to be evaluated. Capacity is a construct dictated by the law 
and often tied to the concept of “legal age” (Reid-Proctor, Galin, & Cummings, 2001). In this 
context “legal age” is a chronological age dictated by society, unique to the place of residence, 
whereby the legal decision making power of the parent is removed and a person develops the right 
to vote, enter contracts, purchase alcohol and make personal choices regarding their health, leisure 
and vocational participation (Murphy, Clegg, & Almack, 2011). In some situations when a person 
reaches “legal age” they may not be capable, however, of making appropriate decisions due to their 
cognitive capacity. In these circumstances, the legal system may need to be engaged to protect the 
person from potentially negative consequences of their impaired decision making. Having a person 
deemed unable to make good decisions is an involved legal process. The courts rely heavily on 
families and professionals to articulate their concerns and describe instances where the person has 
demonstrated diminished ability to make appropriate decisions. Documented proof of decreased 
capacity is required, such as a neuropsychological assessment, as the law states that a person is 
deemed capable of making decisions regarding their own life until there is proof to the contrary 
(Reid-Proctor et al., 2001).   
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For individuals to have capacity to make decisions regarding their life, they must first be able to 
access and comprehend the relevant information pertaining to the decision being made. They must 
have sufficient memory and recall to be able to manipulate this information, and to decide how this 
decision will impact their life both now and in the future. Furthermore, they must have the ability to 
understand all of the different options available when making the decision, and be able to evaluate 
the risks and benefits of these options, in light of their personal choices and preferences (Reid-
Proctor et al., 2001). For people with brain injury, concerns about capacity are raised due to 
impairment in executive functioning (Grafman & Salazar, 2015; Mantell, 2010). It has also been 
reported that people with ABI who experience decreased initiation and motivation, tend to be 
passive in their decision making, especially in circumstances when choice making requires effort, 
often forgoing personal preference for the option that requires less effort (Mantell, 2010). 
Alternatively some people with brain injury can become irritable and impulsive, making 
judgements based on immediate needs, desires or circumstances rather than giving due process and 
consideration to the future (Reid-Proctor et al., 2001). If the person with a brain injury lacks insight 
into his/her capacity, this may cause conflict with well meaning family members who, while trying 
to respect the person’s wishes, are also trying to provide a more accurate assessment of the 
consequences inherent in the decision being made (Mantell, 2010). In order to minimise the 
conflict, courts can appoint guardians to assist people with impaired capacity to make decisions. It 
is strongly advocated however, that the young people be actively included in all decision making 
processes, to the degree that is appropriate to their abilities (Mantell, 2010). As determining 
capacity is a complicated process, early preparation is recommended as part of a transition program. 
 
5.3.3 Emotions experienced at time of transition. 
Transition is identified as a time of change and change often elicits a variety of emotional responses 
for individuals (King, Currie, Evans, & Baldwin, 2005). Young people with ABI included in this 
study reported a variety of emotions experienced during this time, one of which was the fear of the 
unknown. They perceived the adult service environment as very different to the one paediatric 
environment and reported being uncertain about what their daily life would look like after they 
completed high school. Upon reflection, most of the young people within Study 1 who had moved 
through the transition experience, reported that the change was not as bad as they had anticipated 
and that they were now enjoying elements of their “adult” life. Other young people with differing 
medical conditions have also reported mixed emotions at the time of transition (Cooney, 2002; 
Lugasi et al., 2011; van Staa et al., 2011). Some reported a positive anticipation of having a new 
health care team, however others expressed that the process was overwhelming and indicated a 
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preference for things to stay the same (van Staa et al., 2011). Consistent with the findings of Study 
1, previous research has found that most young people reported that life after transition was 
positive, that they appreciated the greater level of independence within the adult system and that 
they quickly adjusted to the differences found between the paediatric and adult services (van Staa et 
al., 2011). Hearing positive experiences from others, who have been through the transition process 
may facilitate decreased anxiety regarding the process for those who are currently experiencing the 
transition (Lugasi et al., 2011). 
 
5.3.4 Implications of adolescence. 
Adolescence and young adulthood is often seen as a challenging time for parents and clinicians 
alike, as the attempt is made to balance a young person’s need for autonomy with the need to 
provide appropriate care and support (Steinberg, 2001). Typically developing adolescents have been 
described as becoming oppositional in their behaviours as they try to individuate from their parents 
(Keenan, King, Curran, & McPherson, 2013). Behaviours observed in adolescence may include 
decreased motivation, impulsive decision making, increased risk taking, defiance and aggression. 
People with brain injury, however, often experience these characteristics as a result of their brain 
injury, impacting on their ability to participate in appropriate occupational roles (McClure, Devlin, 
McDowall, & Wade, 2006; Noggle & Pierson, 2010). For adolescents generally, consideration has 
been given to how they engage in risk taking behaviours particularly as there are associated alcohol, 
substance abuse and criminal behaviours (Noggle & Pierson, 2010). These issues are highly topical 
within the ABI population and were described as issues by stakeholders within Study 1. 
 
5.3.4.1 Risk taking behaviour. 
Risk taking behaviour has been acknowledged as a significant issue during adolescence. It refers to 
engaging in an activity that can potentially cause significant harm, physically, financially or 
emotionally, to an individual or others (Wyatt & Peterson, 2005). Risk taking can be seen as 
inherent in adolescent development and the natural consequence of young people actively seeking 
and exploring novel experiences (MacPherson, Richards, Collado, & Lejuez, 2011). Young people, 
as part of their development, need to learn how to assess risks and make decisions, as they transition 
into adult life. Risk taking behaviours and the level of concern they create are evaluated within a 
social construct. Typically societies identify behaviours which can result in harm and/or have long 
term negative consequences, as reason for concern (MacPherson et al., 2011). Engagement in risk 
taking behaviours is influenced by a person’s past experience of the behaviour, role models who 
engage in similar behaviours, the influence of peers and significant others to participate in the 
activity, the personality of the risk taker, a person’s level of impulse control, and a person’s ability 
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to delay gratification (MacPherson et al., 2011). Factors found to decrease the likelihood of 
engaging in risk taking behaviours include a positive connection with parents or significant adults 
and the level of supervision received during time periods when risk taking could occur 
(MacPherson et al., 2011).  
 
Given the complexity surrounding risk taking behaviours, some argue that young people need 
opportunities to engage in risk taking behaviours that do not have such negative or long term 
consequences. Recommendations include participation in outdoor physical activity such as rock 
climbing, camping, hiking, and serving in a leadership role of a group or club (Wyatt & Peterson, 
2005). Wyatt and Peterson advocated that young people need to be taught how to assess risk, 
evaluate the positive and negative consequences of behaviours and decisions, take responsibility for 
these consequences and learn how to delay the need for gratification. Within the present study, 
overall problem solving, judgement and risk management were identified as areas in which young 
people with ABI needed ongoing support. The young people with ABI were reported to be more 
vulnerable within their wider community, due to difficulties with executive functioning. It was 
recommended by stakeholders within this study that young people with ABI need to purposefully 
learn how to assess risk and when and how to access help if required. Potentially this would require 
them to be gradually exposed to a greater level of risk out in the community, in order for them to 
have an opportunity to practise these skills. 
 
5.3.4.2 Alcohol and substance use. 
Some parents/caregivers in Study 1 reported concerns about their young people’s drug and alcohol 
use. They were concerned about the impact that these substances had on their young person’s 
behaviour and decision making, perceiving that they could be placed in vulnerable situations when 
under the influence of substances. Bonomo and colleagues (2001) found that alcohol 
experimentation in adolescence is common, with 54% of females and 42% of males within a New 
Zealand high school reporting alcohol consumption within the last week. There was also a link 
found between the early experimentation of alcohol and an increased risk of developing an alcohol 
addiction during early adulthood. Short term consequences seen among young people consuming 
alcohol include physical injury, aggression, high risk sexual behaviours and criminal offences 
related to violence and driving. Risk factors that increase the likelihood of negative outcomes 
occurring during alcohol consumption include quantity and frequency of drinking, social 
disadvantages and a tendency towards antisocial behaviour. It is suggested that those who struggled 
socially, and who had difficulty managing their aggression, something commonly found within 
people with ABI, tended to experience an exacerbation in aggressive behaviours when intoxicated 
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(Giancola, Godlaski, & Roth, 2012). Findings such as these tend to validate concerns expressed by 
parents within Study 1 and emphasise the importance of addressing such topics in transition. 
 
5.3.4.3 Violence and criminally related behaviours. 
Within the wider literature, it has been reported that people with ABI are over represented within 
the prison population (McKinlay, Corrigan, Horwood, & Fergusson, 2013) with young people more 
likely to be arrested in relation to property and violence related offences. McKinlay and colleagues 
(2013) and Noggle and Pierson (2010) hypothesized that this could be related to poor impulse 
control and poor social problem solving, exacerbating typical defiant adolescent behaviours. 
Difficulties with anger control and social communication, also prevalent in people with ABI, 
increase their risk of participating in offending behaviours. Noggle and Pierson (2010) indicated 
that the risk of contact with the criminal justice system increased if the young person sustained their 
injury prior to the age of five. While some stakeholders identified this as a concern in Study 1, it 
was also uncertain as to whether this was something that could possibly be addressed within a 
health care setting, or rather was this the responsibility of other support and services (such as family 
and the justice systems). 
 
Many factors relevant to an individual with ABI have been discussed in this chapter, however these 
cannot be considered in isolation as individuals exist within a family context. The family context is 
also influential in shaping and moulding the experiences of young people as they transition into 
adulthood (Lichtenstein, 1998). 
 
5.4 Family Context 
Within this thesis, the family context refers to how the families emotional responses, values, beliefs 
and behaviours influence the behaviours and independence of the young people with ABI. 
 
5.4.1 Influence on behaviour. 
Parents/caregivers within Study 1 expressed some difficulty ascertaining what constituted 
behaviours associated with adolescence and what constituted behaviours associated with a brain 
injury. As previously stated, behaviours observed during adolescence often mirror behaviours that 
occur as a consequence of brain injury (McClure et al., 2006). Adolescence is perceived to be a 
time where significant conflict occurs within the family home, as the young person attempts to 
individuate from their parents and establish their own identity (Keenan et al., 2013). In typically 
developing adolescents, Allen (2010) would argue that oppositional behaviours arise in situations 
where adolescents are struggling to gain autonomy within their family. It has been suggested that 
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aggressive behaviour may actually just be the result of poor role modelling, whereby the young 
person has learnt these behaviours from other family members. It may occur more frequently in 
circumstances where there has already been a pattern of increased conflict between parent and child 
prior to adolescence (Steinberg, 2001). When examining the impact of conflict interactions on both 
a typically developing young person and their parent, it was found that these had a more negative 
impact upon the parent than on the young person (Steinberg, 2001). Steinberg (2001) suggested that 
conflict behaviours are more likely to occur when young people have difficulty expressing and 
communicating their thoughts, and may be the result of frustration. Given that these adolescent 
challenges are exacerbated by a brain injury, parents of young people with ABI are likely to be in 
greater need of support to help manage these behaviours. This highlights the importance of 
supporting young people and families during the transition phase, and providing support and skills 
to the young person and the family regarding how to negotiate greater independence and autonomy 
without significant conflict. 
 
5.4.2 Influence on independence. 
In order for a young person to learn and develop skills within his/her natural environment, family 
support is necessary. There has been considerable discussion regarding the risk that occurs when 
parents overprotect their child, despite their well-meaning intentions. Parents report concern about 
the consequences that may occur to their child’s self worth if they were not able to manage the tasks 
that require greater responsibility (Hallum, 1995). This has resulted in parents reducing the 
opportunities for their young person to learn and participate independently in activities of daily 
living (Mantell, 2010). Parents are often left to act as mediators between their child and the 
expectations society places upon them. How parents facilitate their young person’s fulfilment of 
societal expectations may influence the adaptive functioning of the young person well into 
adulthood (Leiter & Waugh, 2009 ). While the types of functional independence tasks expected 
during adulthood are dictated by social norms (Schulenberg et al., 2004), parents/caregivers in 
Study 1 reported that they struggled with finding a balance between wanting to protect their child, 
providing for their needs, and trying to encourage their independence.  
 
Within the literature, parents of children with disability have been found to be quick to provide 
assistance in order to avoid the young person experiencing failure (Hallum, 1995). Others have 
indicated that the time and inconvenience of having to teach and train the adolescent in a task had a 
significant negative impact upon their family routine (Brollier, Shepherd, & Markley, 1994). 
Parenting a young person as they journey into early adulthood is challenging for most parents, and 
often causes a variety of strong emotions and reactions to the stresses associated with this process 
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(Steinberg, 2001;Woods, Catroppa, Barnett, & Anderson, 2011). Parents of young people with ABI 
also have the emotional stress of supporting their young person to meet the additional challenge of 
compensating for an ABI. A parent’s emotional state has a significant impact upon his/her ability to 
parent and provide support for the young person (Deater-Deckard, 2008) and therefore the 
emotional state of parents during the transition process should not be overlooked.  
 
5.4.3 Emotional experience of parents during the transition process. 
Transition was identified as a highly emotional time by the parents/caregivers of Study 1. 
Significant grief and loss was reported as they felt the loss of relationships with their long standing 
paediatric rehabilitation team. They also felt a loss in regards to the level of responsibility and 
control they had over their child’s health and wellbeing. As the reality of what the future may hold 
for themselves and their young person emerged during transition, parents described a sense of loss 
over the aspirations they had for their child. Parents also described the time as anxiety provoking 
and expressed feelings of isolation and fear of the unknown.  
 
The emotional experiences of families and young people with ABI did not differ substantially from 
those reported for people with other medical conditions (Gleeson & Turner, 2012; Osterkamp et al., 
2013). Sadness over having to leave the paediatric team is a common theme in transition research. 
Families have identified that, despite many of their other life circumstances changing, they 
appreciated that their relationship with the paediatric team remained consistent, offering an area of 
stability in their lives (Huang et al., 2011; Reiss, Gibson, & Walker, 2005). Parents have reported a 
trust in their paediatric service providers and as the paediatric service providers trusted what the 
parents said about the health of their child, they felt like a respected member of the health care team 
(Reiss et al., 2005). Parents and paediatric service providers have expressed concern that the adult 
services would not be able to provide the appropriate level of care to the young person (Kirk, 2008; 
Reiss et al., 2005). A significant concern identified in the participants of Study 1 was a desire not to 
have to “start again” with the new health team, a finding also reported in the wider literature (Kirk, 
2008; Reiss et al., 2005).  
 
Adjusting to the change in the role a parent plays within a young person’s health care was also 
highlighted as a difficulty for most parents in Study 1. Parents of young people with ABI reported 
feeling torn between, trying to “let go” and give their young person more responsibility, and at the 
same time still wanting to care and nurture their young person. The concept of the young person 
shifting from a dependent child to an independent adult has similarly been reflected in the literature 
(Gleeson & Turner, 2012). In other studies, parents perceived that they had an ongoing role in their 
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young person’s health care (Reiss et al., 2005), wanting to ensure that their young person’s health 
was maintained and that no deterioration would occur (Rehm, Fuentes-Afflick, Fisher, & Chesla, 
2012). Some parents however, found that getting the balance right between providing adequate 
support and promoting independence was challenging (van Staa et al., 2011). Heiman (2002) 
reported that families who were less likely to cope with this change were the ones who in the past 
demonstrated over protectiveness towards their young person, demonstrated a greater need for 
control throughout the young person’s medical journey and who were less flexible in their parenting 
styles. Goupil, Tasse, Garcin and Dore (2002) identified that parents benefit from active 
involvement in the transition process and therefore in a transition process it is important to have 
them actively involved in the goal setting and the planning process. 
 
5.5 Societal Context 
Transition to adulthood must also be viewed within the context of the wider society. The 
community context, which can be conceptualised as how society perceives and embraces people 
with ABI was found within Study 1 as having a significant impact on a young person’s 
participation. Support networks, both informal and formal support services, and how these are 
structured within the community can either enhance or hinder purposeful engagement and 
community participation for people with ABI.  
 
5.5.1 Community context.  
Throughout the qualitative interviews, the idea that ABI is not obvious to the wider community was 
perceived as having implications to the participation of the young people in the community. It was 
reported that there was limited understanding in the community regarding relevant issues, with 
some participants describing a lack of tolerance for people with ABI and their associated 
behaviours. The transition from a familiar, understanding, educational environment, to the wider 
community was reported to be quite confronting for all people involved. Participants reported that 
the subtleties of the young people’s cognitive and communication difficulties often resulted in them 
feeling misunderstood and rejected by community members. McDonald and colleagues (2013) 
reported that people with ABI often experience difficulty with pragmatic communication, whereby 
they have difficulty organising and maintaining topics of conversation. These difficulties can result 
in rejection by peers which further isolates them and limits their ability to practise and develop 
these skills (Bellon & Rees, 2006; McDonald et al., 2013). 
 
While there is limited research which looks specifically at community perceptions and attitudes 
towards people with a brain injury, Scior (2011) completed a systematic review which explored  
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community perceptions of people with a disability more generally. Findings suggested that while 
people from western cultures are “pro-inclusion”, acceptance for people with a disability varies 
greatly between cultures (Scior, 2011).  
 
Further research has explored the misconceptions in the community surrounding people with ABI. 
McClure, Devlin, McDowall, and Wade (2006) identified that when young person with a brain 
injury demonstrated challenging behaviours and had a tangible and visible means of being 
identified as having a brain injury (e.g., a bandage on their head), people attributed their behaviour 
to their brain injury. Alternatively, when there was no physical representation of the injury on the 
person demonstrating these behaviours, the same behaviours were attributed to other reasons such 
as developmental stage (e.g., adolescence) and delinquency (McClure et al., 2006). 
 
Limited understanding and misconceptions about capacity have been associated with negative 
attitudes towards people with a disability, and this manifested in negative behaviours directed 
towards them (Scior, 2011). By comparison, exposure to people with a disability, education about 
disability, or positive interactions with a person with a disability were associated with greater 
tolerance and acceptance by community members (Scior, 2011). Given these findings, and the fact 
that outcomes of brain injury are not always visible, education regarding ABI and the facilitation of 
positive interactions between members of the wider community and people with brain injury, may 
facilitate increased acceptance and participation for young people with ABI. Findings by Scior 
(2011) regarding people with an intellectual disability however, indicated that mass education 
programs alone were ineffective in altering people’s perceptions, rather, repeated contact and 
positive interactions over time was needed to produce change. Within a transition program 
therefore, support may need to be provided to young people and families, to provide education to 
their local community networks. Skill development regarding communication with peers may also 
be included with the view to reducing the risk of isolation (Bellon & Rees, 2006). 
 
5.5.2 Support networks. 
While the focus for adolescence has been described as developing skills for independence during 
adulthood, it is also recognised that every person will require some assistance from someone at 
some stage in their adult life (Blomquist, Brown, Peersen, & Presler, 1998; Gooden-Ledbetter et al., 
2007). This concept, often referred to as inter-dependence, can be described as a partnership 
between two people which enables a person to achieve something that they would not have been 
able to achieve by themselves (Gooden-Ledbetter et al., 2007). For inter-dependence to occur 
however, a person must have access to people with whom they can partner. This access and 
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connection to other people is often referred to as a person’s social network. A person’s social 
network is the group of people from whom a person receives social support (Thoits, 2011). Social 
support is assistance received that is functional in purpose and can be emotional, informational or 
practical in nature (Coco, Tossavainen, Jääskeläinen, & Turunen, 2011; Thoits, 2011). Emotional 
support is seen as the demonstration of love, care, value and encouragement. It is primarily 
provided by those closest and most salient in a person’s life (Thoits, 2011). Informational support is 
the provision of facts, education and advice in order to help make decisions and solve problems 
(Thoits, 2011). It is often provided by both significant others as well as more formal supports such 
as organisations within the community. Instrumental or practical support is the assistance provided 
behaviourally and financially to a person to help them fulfil roles and expectations (Thoits, 2011). 
This can be provided by significant others (family and close friends) or through access to formal 
supports (community organisations such as health and disability services) (Coco et al., 2011; 
Stevens et al., 2013; Thoits, 2011). 
 
The benefits of social support networks are numerous, extending beyond that of receiving 
immediate practical support, and can include influence over long term development of behaviours 
and feelings of self worth. Social support networks can provide social influence, enabling people to 
gain normative behavioural guidance, from which they can assess the appropriateness of their 
beliefs, attitudes and behaviours by comparing themselves to others (Thoits, 2011). The benefits of 
this support in relation to young people with ABI may be compromised however if they have 
limited insight into their own behaviours. Another benefit of social networks, which may be of 
greater benefit for people with ABI, is labelled social control. This is where people within one’s 
social network make explicit attempts to modify a person’s behaviour for the perceived benefit of 
the person (Thoits, 2011). Individuals can also gain positive self-esteem when they are connected 
within a social network, based on the feedback received about their worth (Thoits, 2011). Finally, a 
sense of belonging and companionship provided through shared activities has been reported to have 
a positive effect on a person’s wellbeing (Thoits, 2011).  
 
Unfortunately, people with a brain injury report increased feelings of isolation and disconnection 
thereby limiting their access to this level of support (Carbonneau et al., 2011). The time of 
transition to adulthood has been described as a time where one’s social network restructures. No 
longer do young people have access to the formal supports received during childhood, as typically 
these have age restrictions in their eligibility criteria. Without the convenience and structured 
support of a school environment to facilitate their friendships, they can have less people available 
with whom they can form informal social networks (Carbonneau et al., 2011). The young people 
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within this study were able to identify close friends who made up their social network, however 
parents reported that the number within this group had reduced since leaving high school. The 
young people identified that their family, primarily parents, provided most of their social support. 
 
There is a growing social awareness of the need for increased supports for people with a disability 
that extends beyond those supports offered by friends and family. Young people within this study 
had accessed formal support services such as employment agencies and adult health services. 
Significant concern was highlighted regarding the capacity of these services to meet the needs of 
young people with ABI, and they expressed dissatisfaction with the support provided especially by 
the employment services. This is further discussed later in this chapter with regards to the 
rehabilitation and disability service context. 
 
In some instances, young people with ABI reported a preference for accessing services and 
community organisations that were more generic in their service provision, rather than specifically 
tailored to needs of people with ABI. While this is consistent with the concept of inclusion 
legislated by the anti-discrimination act (Anti-Discrimination Act, 1991), these services may not 
have the funding, resources or expertise necessary to provide the level of support required by young 
people with ABI.  
 
Available resources and the capacity for young people to access and finance support services must 
also be considered. Those people with financial capacity will have greater ability to access the fee-
for-service organisations available in the wider community. For young people with limited financial 
capacity, services which are government supported often have extensive waiting lists and decreased 
capacity to meet all young people’s needs. In these cases, multiple services might need to be 
approached to achieve the level of support required. At a minimum, young people and their families 
need to be prepared for the changes in fee structure within the community that occur with the 
transition from paediatric to adult services. Problem solving ways to finance the costs of equipment, 
consumables and medications should form part of transition planning. 
 
5.6 Health, Rehabilitation and Disability Supports 
Within the broader societal context, there is a sub-context which represents the health, rehabilitation 
and disability supports provided to people with ABI. Within this sub-context, the models of care, 
skills, knowledge, and access to resources pertaining to these services all have an impact on young 
people with ABI as they transition into adulthood. 
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5.6.1 Models of care.  
Both the paediatric clinicians and the adult clinicians participating in Study 1 reported a marked 
difference in the models of care provided in their respective settings. The paediatric rehabilitation 
service was described as family-centred in its approach, providing case management and support to 
the families as they navigated their health journey. It was described as a long term monitoring and 
support service, in which families had the capacity to develop relationships with the health 
professionals over time. The paediatric service was reported to provide contact and support 
regardless of the indication of immediate or specific goals by the family, providing anticipatory 
guidance and intervention for potential issues that may arise during key points of development. By 
comparison, the adult services were described by participants in this study as time limited and goal 
focused. As they have to service patients spanning a significant age range, they tended to prioritise 
more acute presentations, adopting more of a crisis-driven response rather than a preventive 
approach. Adult services utilised a person-centred model of care with minimal involvement of the 
family and they identified a certain expectation that the young person would navigate their systems 
independently. 
 
The differences expressed between the services are mirrored in the wider literature on health 
services. Paediatric services are often described as family-centred and supportive (Osterkamp et al., 
2013; Reiss et al., 2005; Young et al., 2009). The paediatric service providers within Study 1 
expressed pride in their ability to actively involve families in the planning and decision making for 
their child. They operated from a basis whereby they endeavoured to make accessing health care 
convenient for families, coordinating appointments across specialty areas. They also tried to 
accommodate service provision around important life and developmental experiences of the child, 
as well as considering the needs of other children within the family. This type and level of service 
provision is consistent with the models of care reported in other literature on children health 
services (Osterkamp et al., 2013; van Staa et al., 2011). In general, paediatric services are seen as 
holistic in their care for children (van Staa et al., 2011), providing multidisciplinary and 
psychosocial support (Reiss et al., 2005). It could be argued however that this model of care fosters 
dependence on the health care system and creates difficulty in the transition to adult services 
whereby the same level of intense support is not able to be provided (Reiss et al., 2005).  
 
Adult services by comparison are consistently reported as expecting a high level of independence 
and autonomy from the patient (Reiss et al., 2005; Wang, McGrath, & Watts, 2010; Young et al., 
2009). It is thought that as an adult, a person can manage his/her condition, be proficient in the daily 
management of his/her health care routine, and be able to recognise when a significant medical 
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event requiring attention is occurring (Berg Kelly, 2011). It is suggested that these services are 
more individual focused and less inclusive of the family, due to issues of confidentiality and 
privacy (Kennedy, Sloman, Douglass, & Sawyer, 2007). There is an underlying expectation the 
young person and his/her family will adapt to the culture of the adult service provider (Gleeson & 
Turner, 2012). Concern has been expressed however, about the vulnerability of young people, who 
often are not yet ready to assume full responsibility for their health. In order to prevent adverse 
outcomes at the time of transition, adult health care services may need to adapt their models of care 
to be more inclusive of the family, and to more appropriately meet the needs of young people (Berg 
Kelly, 2011; Cooley et al., 2011).  
 
5.6.2 Service availability, capacity and access to resources. 
A lack of services able to provide appropriate support to young people with ABI was identified in 
Study 1 as an area of concern for families and young people. Service providers, who were aware of 
service availability and capacity, endorsed these concerns, identifying that there were limited 
appropriate services available for young people with ABI. With the limited services available in the 
community for participants of this study, over 50% of all stakeholders indicated that the adult 
services did not have the capacity to meet the needs of young people with ABI, with reasons 
suggested being lack of resources, time and skills. Unfortunately, participants reported that people 
who sustain their brain injury during childhood were often de-prioritized within adult services, as 
adult rehabilitation services were often trying to manage the needs of adult patients with newly 
acquired injuries. Adult rehabilitation services were reluctant to accept referrals of young people 
who sustained their injury a significant time ago, and who were now in a monitoring phase of their 
rehabilitation. Teaching and training of new skills required during adulthood but not yet learnt 
during childhood, was seen to be outside the mandate of the adult services represented in this study.  
 
Barriers to accessing services which were not specifically health related, such as social, leisure, 
respite and employment services, were also identified. Lack of awareness and knowledge related 
specifically to brain injury within these community organisations resulted in service provision being 
inappropriate. Additionally, people with brain injury accessing these services were often 
mismatched with other people with very different disabilities, impacting upon the range of activities 
available in which to participate. When looking at available support services, much of the literature 
indicates that services are often reluctant to accept people with a cognitive impairment (Collins, 
Reiss, & Saidi, 2012; Cooley et al., 2011; Reiss et al., 2005; Shaw & DeLaet, 2010). Adult services 
typically are targeted to much older adults and therefore young people often feel uncomfortable 
within these environments (Osgood, Foster, & Courtney, 2010; van Staa et al., 2011). Respite 
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services are also often limited, with few placement options availible (O’Brien, 2006). Services in 
general are hard to identify within the community, with a lack of consistent branding (Betz, 2008) 
making it difficult for families to know where and how to access supports available. 
 
Adult service providers within Study 1 reflected that they had decreased time and resources to 
provide services to young people with ABI. Ultimately, the lack of time and resources was due to 
insufficient funding to appropriately staff services and meet the needs of the people accessing them. 
This is consistent with findings in the wider literature (Collins et al., 2012; Cooley et al., 2011; 
Osgood et al., 2010). Funding limitations can also cause friction and isolation between services, as 
they are often required to compete for the same funding or grants (Osgood et al., 2010). Limited 
funding may then result in an inability to afford and therefore recruit appropriately trained staff 
(Winn & Hay, 2009). When appropriate staff members are recruited, lack of time may influence the 
way services are provided. Where time constraints are an issue, needs often have to be prioritised, 
with some needs going unaddressed (Cooley et al., 2011). It has been reported that when young 
people transition to adult services, they feel staff are time poor, resulting in them not being 
available to answer questions and address concerns (Reiss et al., 2005). This restriction with time 
also results in adult service providers not being available to develop a strong relationship with the 
young person, which is viewed as necessary in building trust and respect between professional and 
patient (Berg Kelly, 2011; van Staa et al., 2011).  
 
As a result of limited resources, there is an increasing shift of responsibility being placed on 
families and young people to finance some of the services accessed (Osgood et al., 2010). This was 
reported within this study, as participants with ABI were no longer able to access health care 
consumables such as syringes, tubes and dressings at no cost. Instead they were required to 
purchase these materials from independent pharmacies. This increase in financial burden placed 
upon families was concerning as it compounded existing financial demands related to meeting 
ongoing care and equipment needs. This often occurs within a context whereby the family has 
experienced a prolonged decreased earning capacity, due to the time requirements needed to meet 
the care needs of their young person (Knapp, Perkins, Beecham, Dhanasiri, & Rustin, 2008; 
Osgood et al., 2010). Young people, who do experience financial independence, may experience 
lower earning capacity compared to their peers, and having to finance additional medical and 
support services may result in financial burden and poor quality of life (Knapp et al., 2008). 
 
Lack of time and resources were identified by the paediatric clinicians in this study as barriers to 
providing people with ABI with effective transitional care services. Lack of time resulted in them 
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de-prioritising transitional care issues, focusing on patients with more acute needs. Despite the 
value and importance being placed upon transition for young people, in time pressured 
environments, transition can be seen more as a luxury rather than a necessity (Christie & Viner, 
2009). It is well recognised that unless resources are specifically allocated to transition programs, 
transition service provision is unlikely to be implemented (Cooley et al., 2011). 
 
Paediatric clinicians within this study reported that they lacked access to transitional care resources. 
It was identified that information packages regarding what transition involves and available 
services, check-lists used to assess young people’s readiness for transition would be advantageous 
in supporting them to provide transitional care to young people with ABI. This need was supported 
by Stewart (2009) who recommended that transitional care resources need to be readily accessible 
to families and clinicians. Time and financial resources were the barriers identified in this study as 
preventing this from occurring. 
 
5.6.3 Knowledge and skills. 
Over half of the paediatric service providers within this study reported that they lacked the skills 
and experience required to address adolescent and transitional care issues. Particular concern was 
identified in relation to sexual health, employment and the long term health implications of brain 
injury into adulthood. These findings were consistent with other paediatric service providers who 
reported lacking expertise in issues regarding early adulthood (Reiss et al., 2005). Other studies 
have found that those who lacked confidence in their ability to address these issues appropriately 
tended to avoid discussing these topics with young people (Betz, 2008; Scal, 2002). While it is 
positive that clinicians can identify the gaps in their knowledge base, recommendations repeatedly 
made within transition literature for increased training and clinician up-skilling are often ignored 
(Cooley et al., 2011; Osterkamp et al., 2013). Limited finances and the lack of time available have 
been reported as barriers for this to occur (Gleeson & Turner, 2012). 
 
Clinicians within Study 1 reported that they lacked knowledge regarding the appropriate adult 
services they could refer to and the referral processes they needed to undertake to support families 
to access these services in the future. These clinicians found it difficult and time consuming to 
obtain this information readily from their community which was similar to the experiences 
expressed by the families. These findings are consistent with perspectives provided by the teachers 
and parents in the wider literature, as issues relevant to transition planning (Goupil et al., 2002). 
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Clinicians from the adult services indicated that they lacked the skill set required to support young 
people with ABI as they entered adulthood. They identified that their clinical work primarily 
focused on the rehabilitation of people who had already acquired the skills of adulthood prior to 
their injury and were focused on restoring their pre-morbid level of function. Literature describes 
other adult service providers expressing similar concerns whereby they felt their expertise had a 
distinct adult focus and that young people with childhood onset conditions often had concerns and 
issues which fell outside of this skill set (Cooley et al., 2011). Many of the policy documents 
regarding transition recognise this difference and therefore indicate the importance of up-skilling 
adult service providers in respect to issues of adolescence and young adulthood (Berg Kelly, 2011; 
Cooley et al., 2011; Wedgwood, Llewellyn, Honey, & Schneider, 2008).  
 
The differences in approaches taken to the medical care of adults compared to children can also be 
misunderstood by families as lack of experience and knowledge on the part of the adult service 
providers (Reiss et al., 2005). Concern has been articulated by both paediatric service providers and 
families that, when there is not an adult service dedicated to their particular medical condition, the 
level of knowledge and skill found within that service may be insufficient (Cooley et al., 2011). 
While a service specifically identified for young adults with childhood onset ABI was not identified 
by the stakeholders as essential, consideration regarding skill sets of the paediatric and adult health 
clinicians should be considered within a transition program.  
 
5.7 Summary 
This chapter has discussed how young people with ABI are impacted upon by their individual 
characteristics, family, societal and health care contexts during their transition to early adulthood. It 
has been highlighted in this chapter that having an ABI impacts a person’s life circumstances on 
entering adulthood. In light of these findings, the need for a tailored transitional care program for 
this population seems justified. The content and structure of such a program will be discussed in the 
next chapter, again based on perspectives from the key stakeholders in this study and available 
literature. 
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Chapter 6: Considerations for the Structure and Content of a Transition 
Program for Young People with ABI 
 
6.1 Introduction 
In this chapter the structure and content of a transition program for young people with ABI, are 
described. Insights are drawn from the perspectives of consumers, rehabilitation clinicians, and 
disability support service workers from Study 1 and are represented in light of the available 
literature on transition. Stakeholders provided their perspectives on how to facilitate transition and 
identified processes which created barriers for effective transition. The recommended transition 
program is described as requiring: 1) a formal process, 2) consistent and structured timing for 
transition, 3) support for families navigating through the process, 4) effective communication and 
information provision, 5) the establishment and maintenance of effective interagency links, and 6) 
skills training for the young people with ABI relevant to the responsibilities of adulthood. All 
stakeholders identified that there were specific needs in relation to program content for young 
people with ABI. These included long term planning, health care management, independence skills, 
information about adolescent health and employment options and services. 
 
6.2 Transition Processes 
6.2.1 Formal processes. 
Based on the results of Study 1 and the literature, it is recommended that transition is addressed 
utilising a formal process embedded within a paediatric rehabilitation service. Transition is not a 
one off event, but rather a process enacted over time, until a point of transfer from paediatric 
services to adult services is reached (American Academy of Pediatrics et al., 2002; van Staa et al., 
2011). However, as with most processes, transition does not occur spontaneously, but requires some 
support. Articulated within the majority of transition literature, is the need for one service to take 
the lead in driving the transition process (American Academy of Pediatrics et al., 2002). Within 
Study 1, all paediatric clinicians indicated that a transition program would be important for young 
people with ABI and should be included within the service provision of paediatric rehabilitation 
services. This level of commitment is important within a health care setting, as it has been 
hypothesised that when clinicians are not committed to the transition process, ultimately they may 
unconsciously undermine or sabotage the process (Betz, 2008). Literature suggests that paediatric 
services are well placed to provide transitional services as they often have frequent contact with the 
young people and families (American Academy of Pediatrics et al., 2002; Collins et al., 2012;). In 
keeping with their family-centred models of care, paediatric services are also likely to provide 
individually tailored transitional care plans (Gleeson & Turner, 2012). 
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Approximately half of the parents/caregivers of young people with ABI participating in Study 1 
reported dissatisfaction with the support they received from their paediatric rehabilitation team at 
the time of transition. Satisfaction with the transition experience was associated with the extent to 
which parents/caregivers perceived the services provided by the paediatric rehabilitation service, at 
the time of transition, as adequate to meet their needs. These needs however, were not specific to 
their rehabilitation journey, but rather encompassed all needs that they had at the time (e.g., 
financial, vocational, respite, family crisis). A service’s ability to meet the needs of a patient can be 
related to many things and increased time spent by the service provider may not be the solution. For 
example, some needs may require information or expertise outside the service’s capacity, such as 
financial aid or respite support, and therefore less time with the rehabilitation service and increased 
time with an alternative service would be more appropriate. Potentially, some families’ needs might 
be so unique, that no amount of service provision within the health care setting would be able to 
meet these. In some instances, parents/caregivers within Study 1 reported a high level of 
satisfaction even with very little service provision. Therefore it may be hypothesised that it was not 
the amount of service provision that influenced their satisfaction, but perhaps it was the ability of 
the paediatric service to facilitate the attainment of young people’s goals during this time which was 
important. 
 
Transitional care services provided by the paediatric rehabilitation service in Study 1 were 
described as ad hoc. Some young people reported that they did not receive any transitional care 
planning. The clinicians providing the service also described inconsistency in their service 
provision, stating that often it varied depending on the amount of time they had available. They 
reported that there was no formal transition process in place, no one keeping them accountable to 
adequately prepare families for transition, and no one available with significant clinical expertise in 
transitional care who could act as a consultant and resource person to support them in providing 
transitional care services. The literature suggests that without a formal transition process, 
documented at a service level, that effective transition is unlikely to occur (Gleeson & Turner, 
2012). Lack of transition processes results in disjointed, fragmented care, with patients experiencing 
inconsistencies in the level of care received (Huang et al., 2011). The concern is that without a 
transition plan, young people will “drift off” from paediatric care and may not connect with adult 
services until this is precipitated by an event or crisis (Cooley et al., 2011). While it would be 
unusual for a person with a childhood onset ABI to have a medical crisis as a result of their brain 
injury, associated co-morbid conditions such as epilepsy may result in acute presentations. The 
greater concern is that they would not connect with support services that enhance their participation 
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within the community, compromising their quality of life (Modi et al., 2012). However, with 
coordinated transition support, it has been found that young people with neurological conditions are 
more likely to have enhanced community participation (Bent et al., 2002). 
 
It was interesting to note in Study 1, that when comparing those who received a targeted transition 
process (transition discussion and/or discharge appointment) and those where it may not even have 
been discussed, there was no significant difference in the level of satisfaction. This is contrary to 
transition consensus statements and best practice recommendations, which suggest that a clear 
transition process is essential for appropriate provision of care (American Academy of Pediatrics et 
al., 2002; Stewart et al., 2010). This finding could potentially be for two reasons. First, the sample 
size may not have been large enough to identify any differences. Second, although topics of 
transition had been discussed, the process may not have been formalised or thorough enough to 
support the person transitioning, and therefore, people were no more satisfied than those who did 
not receive a service. 
 
One of the essential elements of a formalised transition process is the documentation of a transition 
plan (American Academy of Pediatrics et al., 2002). It is recommended that the young person and 
their family are actively involved in the development of this plan, which highlights transitional 
goals, responsibilities and timeframes (American Academy of Pediatrics et al., 2002; Christie & 
Viner, 2009). A clear delineation of when medical care is assumed by the adult health service also 
needs to be included (Cooley et al., 2011). The process of developing a transitional care plan allows 
both the young person, family and health provider to identify potential issues that may arise during 
the transition period and collaboratively problem solve solutions (Shaw & DeLaet, 2010; Kirk, 
2008). Utilising a structured process during this planning facilitates collaboration between all 
necessary stakeholders, helping to minimise confusion for families (Bent et al., 2002). It is also 
recommended that these plans are reviewed on a regular basis (Christie & Viner, 2009). 
 
Another recommended component of a transition program is the use of a key health care worker, 
who can take responsibility for the coordination of the transition process, often referred to as the 
transition coordinator (American Academy of Pediatrics et al., 2002; Christie & Viner, 2009; 
Pywell, 2010).This recommendation was reflected by the paediatric clinicians in Study 1, who 
identified that the presence of such a person within the service would provide greater consistency 
within the transitional care services provided. They also hypothesised that this would streamline the 
use of resources ensuring more efficient provision of care. The role of the transition coordinator has 
been described within the literature as a specialised person who is responsible for integrating the 
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input from all team members and relevant parties when formulating a transition plan. It is also their 
responsibility to coordinate external services and make referrals as required (Betz & Redcay, 2005). 
It was further suggested that the focus should be broader than coordinating health services and 
include life course issues such as career planning, independent living and social participation (Betz 
& Redcay, 2005). In a systematic review by Crowley et al. (2008), the rationale for using a 
transition coordinator within a transition program included: improved continuity of care for the 
patient, improved adherence and provision of a structured transition process, facilitation of 
transition planning and the facilitation of adequate preparation and family support during the 
transition process. Strategies utilised by the transition coordinators within the articles reviewed 
included: provision of a single point of contact for the families, attending clinic appointments, and 
providing emotional and administrative support (Crowley et al., 2008). Haas, Swan, and Haynes 
(2013) added activities such as patient education, skills training and support for self management, 
communication across setting and advocacy to the role of a transition coordinator. Furthermore, 
great value has been placed on the relationship established in this role with the families and young 
people (Ehrlich et al., 2012; Randall et al., 2014).   
 
Although a formal process can assist the service provider focus on transition (Savage, 2005), it is 
recognised that the transition process should not rely on a uniform protocol (Scal, 2002). Rather, a 
holistic perspective needs to be maintained and processes used to guide client-centred care. To be 
most effective, it is recommended that planning for transition occurs at an individual, organisational 
and inter-organisational level (Wedgwood et al., 2008). In light of these findings, it would be 
important when developing a transition program, that consultation occur across all these levels. 
Additionally, formal documentation of these processes should occur and be made transparent to the 
consumer and services. 
 
6.2.2 Optimal timing of transition. 
While some of the parents/caregivers in Study 1 reported that they were involved in deciding the 
timing of transition for their young person, service policy requirements indicate that young people 
with ABI should only be receiving services from QPRS until the age of 18. It is uncertain from the 
data if any flexibility or compromise was provided for families, in adjusting this time of discharge.  
 
There has been significant discussion in the wider literature regarding the optimal timing of 
transition. Some authors would argue that it needs to be individual and developmentally appropriate 
(Gleeson & Turner, 2012), mirroring the increasing maturity of the child (American Academy of 
Pediatrics et al., 2002). Service providers can experience frustration with restrictive policies that 
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dictate a specific age at which this should occur, regardless of the young person’s capacity to 
assume adult roles (Reiss et al., 2005). However, Berg Kelly (2011) argued that transition should 
occur in line with the legal age. While Cooley et al. (2011) agreed, they indicated that young people 
at this age may still need to be supported in their decision making for a time. There is increasing 
recognition of a new developmental phase – emerging adulthood - in which young people are 
slowly transitioning into the roles of adulthood throughout their early 20s (Arnett, 2000). Therefore 
some would argue that the end of this developmental phase is the most appropriate time for 
transition (Allen, 2010).  
 
In previous research, when young people with various medical conditions were asked when 
transition to adult orientated health services should occur, they indicated age ranges between 16 and 
21 years. Rather than a specific age, they thought it should line up with other areas of their life that 
were in transition (Kirk, 2008; Lugasi et al., 2011; Rutishauser et al., 2011). Most perceived that the 
end of high school was a good time, as they were anticipating change in most areas of their life and 
it seemed natural that their health care management would also transition. Alternatively other young 
people felt that with so many changes occurring at this time, the additional change within their 
health care would be overwhelming (Betz, 2008). Parents of young people with complex medical 
conditions reported that they would prefer involvement in the discussions about timing, desiring the 
ability to adjust the age to a time which seemed appropriate to the care of their young person (van 
Staa et al., 2011). They also requested some consistency between the different subspecialty medical 
professionals regarding when transition was to occur. They found it confusing when some hospital 
departments insisted on transition occurring at a particular age, while other services extended 
service provision within the children’s hospital well into adulthood (Kirk, 2008; Lugasi et al., 
2011). Kirk (2008) reflected that this may be difficult to achieve given the wide variation which 
occurs between adult service availability and capacity to take on new referrals. Regardless of the 
specific age, it is broadly agreed that transition should occur at a time of wellness for the young 
person not as a result of medical crisis (Huang et al., 2011; Shaw & DeLaet, 2010). 
 
In Study 1, young people with ABI and their families reported that they would like the process of 
transition to begin early so that they have adequate time to plan for the young person’s future and 
develop the skills required to make the transition. This view is consistent throughout the literature 
(Lugasi et al., 2011; Reiss et al., 2005). Recommendations made within the literature indicate that 
tools such as a check-list, used to conduct an appropriate assessment of the young person’s 
readiness to assume adult roles are helpful in identifying areas of support which may be required to 
facilitate the young person to prepare for transition (Stewart et al., 2010; Wang et al., 2010). With 
111 
this in mind, when developing a transition program, commencing this process while the young 
person is in his/her final years of school would potentially be appropriate, as it would provide time 
to develop the necessary skills (approximately 2 years), before completion of high school. 
 
6.2.3 Preparation and support for the families. 
The provision of support for young people and families can take many forms. Within the wider 
transition literature, it is recommended that families be provided with emotional support and 
adequate information, and that they should be included in the transition planning process (Christie 
& Viner, 2009; Cooley et al., 2011; Gleeson & Turner, 2012; Rapley & Davidson, 2010; Reiss et 
al., 2005; van Staa et al., 2011). Considerable emphasis was placed on establishing appropriate 
goals with the young person and their family as part of this planning process. The participants 
within Study 1 reported that they were not adequately prepared for the transition process with 
approximately three quarters of the families indicating that they were never told they were 
transitioning or were told on their last appointment. Only one fifth of people reported that they felt 
involved in the transition planning process. Utilising structured goal setting and transition plans, 
where transition goals are established, drawing together perspectives from all parties, including the 
multidisciplinary health service and the other agencies involved in the young person’s care, has 
been identified as an assistive means of facilitating the inclusion and involvement of young people 
and their families (Christie & Viner, 2009; Cooley et al., 2011; Gleeson & Turner, 2012; Rapley & 
Davidson, 2010; Reiss et al., 2005; van Staa et al., 2011). Parents/caregivers in Study 1 also 
identified that they would appreciate continued support by the paediatric service providers after the 
point of transfer to the adult services. They recognised that ongoing care was not possible, but 
indicated that it would be beneficial to contact the paediatric service for some guidance, especially 
if the adult service has been perceived not to have met their needs.  
 
6.2.3.1 Emotional support. 
Given the level of increased anxiety reported at the time of transition, it is appropriate that families 
receive emotional support during this time (Stewart, Stavness, King, Antle, & Law, 2006; 
Wedgwood et al., 2008). Emotional support can be seen as the demonstration of caring attitudes by 
the health practitioners, acknowledging the feelings and emotions experienced by the families 
(Cooley et al., 2011; Coco et al., 2011). Caregivers have expressed the view that having an 
opportunity to discuss their emotions was valuable for their adjustment and coping (Coco et al., 
2011). Providing a sense of hope for the future was also considered important (Wedgwood et al., 
2008).  
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6.2.3.2 Information provision.  
The importance of clear communication and information provision has also been highlighted within 
previous studies as key elements in transition service provision (American Academy of Pediatrics et 
al., 2002; Crowley e al., 2011; Lewis, Noyes, & Mackereth, 2010; Rapley & Davidson, 2010). 
Satisfaction reported by participants in Study 1 was correlated with the level of communication the 
family received from the paediatric rehabilitation team. Lack of communication and information 
provision to families at the time of transition, was one of the biggest criticisms young people with 
ABI and their parents reported in Study 1. Information received by families was described as ad 
hoc, inconsistent in its method of delivery (some verbal, some written) and insufficient in its detail 
regarding the potential adult services available.  
 
Findings presented by Schultz (2013) indicated that parents of people with complex medical 
conditions perceived themselves as advocates for their young people and therefore sought detailed 
information regarding the types of services available for them to access. They also desired an 
understanding of the intricacies of eligibility criteria for service providers, so that they could 
advocate for appropriate care for their young person (Schultz, 2013). Parents within Schultz’s study 
criticised paediatric service providers for their limited knowledge of available services. This is 
consistent with findings in Study 1 where paediatric service providers reported that they lacked the 
knowledge of services to which young people could be referred. Parents within Schultz’s study also 
reported that sourcing this information independently was difficult, as there was no single point 
where this information could be accessed. The most helpful source of information identified was 
peer support groups. Parents of children with disabilities perceived that they were continually 
having to source support services themselves, with no consistent streamlined method of being 
updated with available services and resources (O’Brien, 2006).   
 
6.2.3.3 Supporting the changing role of the parent within health care. 
Parents within Study 1 indicated that the change in their role as a parent with respect to health care 
for their young person created anxiety. During childhood, a parent is actively included in medical 
decision making and has a significant voice and control in the child’s medical care (Beacham & 
Deatrick, 2013). As the adolescent ages, more consideration is given to the young person’s wishes. 
With this however, increased expectation is placed on adolescents to manage their health care 
responsibilities (Christie & Viner, 2009). The participants from the adult health services in Study 1 
reported that they looked primarily to the young person regarding decisions on their health and gave 
less consideration to the  wishes of parents. This creates anxiety for some parents which should be 
addressed during a transition program. In order to adjust to this change in role, it is suggested that 
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families need to be made aware of the differences between the paediatric and adult health care 
systems (Reiss et al., 2005; Shaw & DeLaet, 2010). By helping the family perceive the larger 
picture of the young person’s journey to adulthood, their change in responsibilities for managing 
the young person’s health can be normalised in context of other role changes occurring in the young 
person’s life (Cooley et al., 2011; Gleeson & Turner, 2012; Reiss et al., 2005; Wang et al., 2010). 
Huang and colleagues (2011) suggested that parents can be supported in this adjustment, by 
gradually increasing the expectations of the young person during medical appointments. Directing 
questions to the young person, and even spending small amounts of time with the young person 
independent of their parents is recommended (Huang et al., 2011; Park et al., 2011; Wedgwood et 
al., 2008). However, to prevent alienation of parents, it is suggested that they become active 
participants in the planning of the transition process, as they consider how they can support their 
young person to gain this independence through increased responsibility (Stewart et al., 2006). It 
has been suggested that using readiness check-lists may further facilitate this process (Amaria et al., 
2011).  
 
6.2.4 Interagency links.  
Interagency collaboration is well recognised as a means of providing coordinated health care 
(Crowley et al., 2011; Kraus de Camargo, 2011; van Eyk & Baum, 2002). Value is derived from 
this collaboration through sharing responsibility of care between services and reducing overlap and 
duplication of services (van Eyk & Baum, 2002). Strategies suggested within the wider literature to 
strengthen interagency linkage include; open and frequent communication between all parties, time 
spent developing shared solutions, sharing of resources, participation in joint professional 
development opportunities and identifying a commitment to the agreed agenda and aims of 
transition (Nageswaran, Ip, Golden, O’Shea, & Easterling, 2012; van Eyk & Baum, 2002). Strong 
communication between the paediatric and adult services and a well defined referral process were 
also seen as key strategies. 
 
6.2.4.1 Communication between services. 
Communication between the paediatric and adult services was described as poor by Study 1 
participants despite most agreeing that these links are essential in providing effective and efficient 
transition services. It was suggested by stakeholders that formal identification of service partners 
would facilitate this connection. Formally knowing who to contact, what information to provide and 
when to provide it was considered valuable. This view is supported in the wider literature (Cooley 
et al., 2011), indicating that establishing joint policies enables consistency between care plans 
(While et al., 2004) and the development of consistent strategies to support young people in their 
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transition to adulthood (Berg Kelly, 2011). It is perceived that strong communication and links 
between service providers facilitates the development of trust and therapeutic rapport, as young 
people move between paediatric and adult services (Reiss et al., 2005). The young people with ABI 
within Study 1 often had multiple agencies involved in their care. Some parents expressed concern 
that there was conflicting information provided by each of the services regarding what was required 
for transition. Interest was expressed in coordinating these services more throughout the transition 
process. During transition however, it is not just the agencies already involved in the care of the 
young person who should be considered but also agencies that will become involved in future 
service provision (Crowley et al., 2011).  
 
6.2.4.2 Referral processes.  
Within the context of limited service availability, the referral processes were described by the 
stakeholders in Study 1 as ad hoc and inconsistent. Some young people were greatly facilitated by 
the paediatric service to connect with the adult service, with the paediatric service providers 
sourcing the appropriate services, contacting adult services on the family’s behalf and providing 
joint handover sessions. Other young people, however, were not provided with information about 
any available adult services. Referral processes have been described as burdensome to families and 
clinicians alike (Kripke & Grumbach, 2010). They are often difficult to navigate, as services have 
complex eligibility criteria. The process has also been described as time consuming (Betz, 2008). 
Through consultation with young people with complex medical conditions and their families, 
Huang et al. (2011) found that young people would prefer that services were vetted by paediatric 
service providers prior to referral, to ensure that they meet eligibility requirements and that the 
services are appropriate for meeting their needs. As previously discussed, this is difficult when 
paediatric clinicians are unaware of services available and are time poor. A potential solution for 
this is the establishment of strong links between the paediatric service and adult service providers. 
 
6.2.5 Skill development.  
Despite their cognitive challenges, people with ABI are still able to learn and develop new skills 
(Ylvisaker & Feeney, 1998). All young people and their parents/ caregivers indicated on 
questionnaire that this was an important consideration at the time of transition (Likert scale mean 
rating 4.29 SD 1.21). It was apparent from the findings in Study 1 that families played a pivotal role 
in the development of these skills relating to adulthood. They expressed, however, a need for more 
support in identifying the most effective means by which this skill training could be provided. The 
young people reported that they often used their parents as role models when learning functional 
living skills. Literature surrounding the development of functional skills indicates that the process 
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occurs progressively and is influenced by experiencing small successes in each specific task 
(Roisman, Masten, Coatsworth, & Tellegen, 2004). Difficulties occur when there is a mismatch 
between the capacity of the young person and the expectations families and society place upon 
them. When expectations are greater than capacity this has the potential to create maladaptive and 
avoidance strategies within the young person, which further impacts their participation and 
development of skills (Schulenberg et al., 2004).   
 
When developing new skills, it is recommended that responsibility is gradually passed onto the 
adolescent from an early age. However, the task may initially need to be broken down into small 
components (Hallum, 1995). It is recognised that to develop such skills, opportunity must be 
provided, adequate time allowed, and information about how to perform the task given. Education 
is required for parents, to support them to train and guide the young person’s performance within 
their home context. It has also been suggested that young people require support from peers, family 
and society in order to participate (Blomquist et al., 1998).  
 
One of the barriers to gaining independence in functional skills for young people with a disability is 
the lack of exposure to targeted, specific learning opportunities (Kingsnorth et al., 2007). 
Recommendations have been made that young people with disabilities benefit from learning within 
their natural environment, with real materials, and with repeated exposure to the situation 
throughout the day (Keenan et al., 2013). Positive reinforcers and consequences should also be used 
to facilitate the learning process (Brollier et al., 1994).  
 
Within their systematic review, Kingsnorth and colleagues (2007) found that targeted skill 
development programs resulted in an improvement in independence skills. These intervention 
programs highlighted the importance of including goal setting with the young person, as motivation 
and interest in learning skills was a prerequisite to achieving mastery (Keenan et al., 2013). Peer 
mentoring has also been advocated (Kingsnorth et al., 2007), however for people with disabilities, 
exposure to positive peer mentors can be limited, due to their environmental and contextual 
circumstances (Blomquist et al., 1998).  
 
A challenge which has been identified for young people participating in independent living skills 
programs has been the natural reluctance for adolescents to accept support and assistance from 
others (Wilson & Deane, 2001). This is often compounded for young people with ABI who, due to 
their injury, may lack insight into their capabilities (Mantell, 2010). Alternatively, they may have 
insight into their reduced capacity, and comparing their level of functional independence to others 
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has a negative impact upon their self esteem (Hallum, 1995). Caution therefore may be needed 
when planning intervention around life skills and group based interventions may not be appropriate. 
Keenan and colleagues (2013) examined this within their study and found that both group 
intervention and individual sessions were effective in enhancing life skill performance of young 
people with ABI. It was however important to consider the personal preference of the young person, 
and the nature of the activities being targeted, when determining which method of intervention to 
use. Therefore, within a transition program, independent living skills groups should be offered as an 
option for young people, while acknowledging that this may not be suited to all. 
 
This discussion chapter has articulated five transitions processes relevant to a transition program for 
young people with ABI. This has been summarised in Table 6.1. 
 
Table 6.1 
Key Features of Transition Processes 
 
Processes Key Features 
Formal Processes Paediatric services to lead 
Formal documentation articulating process 
Use of transition coordinator 
Requires clinical expertise 
Timing Considerations Should be individually and developmentally appropriate 
Should be at point of wellness 
Consistent between all hospital departments 
Allows for adequate time to develop skills 
Support for the Family Emotional support 
Recognising their role and the change in this role over time 
Requires appropriate information provision 
Interagency Links Requires clear communication 
Understanding regarding availiblilty of services 
Documented processes to maintain strong links 
Skill Development  Recognising the importance and skill level of family 
Gradual process 
Group and individual training 
 
6.3 Content Requirements within a Transition Program 
When exploring the specific needs of young people with ABI transitioning into adulthood, key 
areas of content were identified in Study 1. These included specific functional independence skills 
such as driving, public transport, financial management, employment, health care management, 
adolescent health issues as well as the consideration of long term planning for ongoing care and 
support of the young person as their parent’s age. 
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6.3.1 Development of functional independence skills. 
It is widely recognised that to complete functional tasks, all people require adequate executive 
functioning abilities, that is, the ability to plan, self evaluate, make decisions and judgements, 
evaluate safety risks and remember (Mackenzie & O'Toole, 2011). For some tasks, repeated 
practice can create familiarity, however these tasks often require a person to adapt and modify their 
performance depending on the environment and circumstance (Mackenzie & O'Toole, 2011). The 
challenge for young people with ABI is that higher level executive functions can be impaired which 
results in difficulties adapting performance to meet situational variations (Grafman & Salazar, 
2015; Ylvisaker & Feeney, 1998). Participation in functional tasks, therefore, requires considerable 
scaffolding and practice for people with ABI in order to achieve mastery (Hallum, 1995). Todis, 
Glang, Bullis, and Andrews (2006) identified that 80% of parents reported that their child with a 
TBI required more life skills training than that of their non-disabled peers. Furthermore, the 
reported rate of life skills training required by children with TBI was significantly higher than that 
of children with other disabilities (Todis et al., 2006). 
 
As discussed in the previous chapter, at the time of transition young people with ABI, similar to 
their same aged peers, may not be focused on developing the skills required to move out of home as 
a current goal. However, given our knowledge about the length of time required for young people 
with ABI to acquire new skills (Ylvisaker & Feeney, 1998), considering independent living skills 
within a transition program would ensure adequate time is allowed for these skills to develop. If 
this, however, is not a major goal for the young person, difficulty may be experienced engaging 
them in this process. 
 
Family culture and expectations can have a significant influence upon a young person’s willingness 
to engage and learn independent living tasks (Lichtenstein, 1998). To assist with this process, 
parents, both within Study 1 and as reported in the wider literature, identified a need for (1) 
information, education and encouragement in the training process (Gall, Kingsnorth, & Healy, 
2006), (2) a clear understanding of their young person’s condition (Luther, 2001) and, (3) an 
understanding of how increasing their participation in functional tasks will improve their long term 
health and wellbeing (Luther, 2001). Family goal setting has been identified as important as parents 
are best placed to know their child’s capacity, and are able to communicate family priorities and 
time available within their routines when independence training could occur (Brollier et al., 1994). 
At a minimum, families have been encouraged to provide the young person with choices and 
opportunities for practice of independent living tasks (Smits, Soenens, Vansteenkiste, Luyckx, & 
Goossens, 2010). It is believed that allowing opportunity for practice, demonstrates confidence in a 
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young person’s ability to participate and strive towards independence. As a result, this promotes a 
positive sense of worth in the young person. When young people are expected to contribute and 
take on more responsibility, they are more likely to participate in tasks assigned to them (Smits et 
al., 2010). This was supported by Hallum (1995) who found that parents with non-disabled children 
often had higher expectations of them and therefore provided more opportunity for them to take on 
more responsibility.  
 
Within Study 1, accessing public transport, learning to drive, financial management and health care 
management were functional skills identified by both parents and young people as highly relevant 
to their lives, and therefore should be considered in the context of a transition program. 
 
6.3.1.1 Accessing public transport. 
Access to reliable transportation is considered a fundamental component of community access and 
participation (Delbosc & Currie, 2011). Chambers and colleagues (2009) found that difficulty 
accessing appropriate transport was a barrier for young people with a disability developing 
independence. Data presented by the Australian Bureau of Statistics (2009a) indicated that people 
with disabilities experienced difficulty accessing public transport, even when it was available in 
their local area, due to poor physical access and the high level of cognitive ability required to 
successfully engage in this task. For people who cannot drive, and do not have access to other 
transportation, the ability to navigate public transport becomes a high priority (Carmien et al., 
2005). Currie, Stanley, and Stanley (2007) described the barriers people have in accessing public 
transport as relating to accessibility (does the public transport system environment facilitate people 
with disabilities to utilise the system?), acceptability (do society expectations facilitate people with 
a disability to utilise the system?), affordability (are the costs of using public transport affordable 
for people with a disability who typically have reduced financial incomes?) and availability (do 
public transport routes facilitate connection between people’s residential addresses and community 
priorities?). Utilising public transport requires a person to navigate a cognitively complex system, 
and therefore even if buses and trains are made accessible to people with physical disabilities, 
people with cognitive limitations can still experience difficulty. The cognitive processes required 
when accessing public transport involve the ability to comprehend, manipulate and process 
navigational landmarks such as maps, schedules, labels, signs and clocks (Currie et al., 2007). 
Carmien and colleagues (2005) found that failure to navigate public transport successfully occurred 
for a variety of reasons however it was often the result of incorrect interpretation and/or 
understanding of directions, difficulty accessing the correct vehicle, not understanding the operator 
announcements, and/or not exiting at the correct stop because the person fell asleep, forgot to signal 
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with sufficient time or misread the landmarks. People with disabilities reported that their greatest 
concern was that when an error in using public transport did occur, there was often very little 
assistance available to correct the error and reach their destination. 
 
The time taken to support young people to learn how to utilise public transport was identified as a 
concern by parents of people with a disability. Adult clinicians have also reported lacking time and 
resources for this intensive process (Currie et al., 2007). Within Study 1, transport training fell to 
parents however some schools also took a lead role in this undertaking. Currie and colleagues 
(2007) looked at the transport training process of 13 young people with moderate cognitive 
difficulties and found that while most young people required up to a year of extensive training to 
become competent on familiar routes, others took up to three years to be able to travel 
independently to a destination. Once the process of mastering how to use the bus or train system 
was gained however, generalisation to an alternative route was faster, averaging only 6 weeks of 
supported training. Changes to routes and timetables due to road works had significant impact on 
young people’s ability to navigate the transport system. Understandably, parents were also 
concerned for the safety of their young person while using public transport independently. If an 
error were to occur, locating them and facilitating their arrival to their destination was challenging. 
Therefore parents tended to rely on caregivers to accompany the young person on public transport 
which increased the expense and inconvenience of the process (Carmien et al., 2005). 
 
6.3.1.2 Driving. 
Learning to drive a car is often a much anticipated and celebrated milestone in an adolescent’s life. 
All young people in Study 1, indicated that driving was an important issue at the time of transition 
(likert scale mean 4.18 SD 1.59). For people with a brain injury however, as reported in Study 1, 
learning to drive can be a daunting and difficult process, for both the young person and his/her 
parents. The requirements for driving include not only physical capacity to use the steering wheel, 
gears, break and accelerator, but also the cognitive capacity to safely operate a vehicle (Rönnberg & 
Lundqvist, 2001). Component skills such as attending to all aspects of the driving environment 
simultaneously, strategic planning to determine routes and times associated with trip navigation, 
memory for the road rules, decision making abilities, flexibility and capacity to alter plans 
depending on information presented within the environment, and fast processing and reaction 
speeds to facilitate appropriate responses to unexpected situations are considered important for safe 
driving (Rönnberg & Lundqvist, 2001).  
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Concern is often held for people who want to drive after brain injury, given the possible extent of 
cognitive impairments that result from their injury. Impairments to memory, speed of processing 
and ability to attend to multiple inputs from the environment are assessed by occupational therapists 
and neuropsychologists prior to people driving. Rönnberg and Lundqvist (2001) used a small 
sample (n =22) to explore the difficulties people with brain injury had when driving. Participants 
were found to have difficulties with modulating their speed to meet the environmental demands of 
specific traffic situations. For example, they made late adjustments to the speed of the car as they 
negotiated corners or approached built up areas. It was also noted that people with brain injuries had 
difficulties with perception of vehicle size and position on the road, causing some concern when 
manoeuvring the vehicle. They also demonstrated a decreased awareness of other cars, and 
struggled to attend to people and signals in their environment, lacked consideration for others in the 
driving environment, were susceptible to road rage and demonstrated poor impulse control. Some 
had decreased confidence in their driving ability, which increased their level of indecision, 
especially when faced with an ambiguous traffic situation (Rönnberg & Lundqvist, 2001).  It has 
been suggested that people with brain injuries who want to drive should be motivated to drive 
safely and have opportunity to practice (Victoir, Eertmans, den Bergh, & den Broucke, 2005 ).  
 
In 2008, the state of Queensland, Australia produced legislation, Jet’s Law, dictating that people 
with medical conditions that are likely to impact their ability to drive, must declare their condition 
to the Department of Transport which governs the issuing of road licences within the state. 
Accompanying this declaration, is the requirement of a medical certificate from a medical 
professional detailing the person’s “fitness to drive” and any restrictions with which the person 
must comply to ensure that they are safe to drive. Brain injury falls under the category of reportable 
neurological conditions. Potential restrictions placed upon young people may be in relation to any 
modifications they require to physically manoeuvre the car, but may also include restrictions around 
the times that they can drive, the locations to which they can drive or the amount of time that they 
are required to complete in their learning phase before they are able to sit their driving exam 
(Austroads, 2012). 
 
6.3.1.3 Financial management. 
Managing finances was identified within Study 1 as a major concern by families when trying to 
teach independence to young people with ABI. They identified this as important in a five point 
Likert scale (mean 3.65 SD 1.47). Concern related to a lack of impulse control, and an inability to 
think beyond immediate needs to the long term consequences of their spending. Another 
complicating factor was poor memory, which impacted on their capacity to independently pay bills 
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on time. The literature also suggests that people with brain injury are at risk of experiencing 
financial abuse (Mantell, 2010). For example, due to their impulsivity, people with brain injury may 
be susceptible to “cold callers”, sales people who capture the person’s attention and persist in their 
sales pitch convincing the person to purchase products. As people with brain injury often lack the 
ability to consider all options, perceive beyond their immediate needs or desires, or assertively 
communicate their disinterest in the product, they can commit to financial obligation without true 
informed consent.  
 
Concern was identified by stakeholders in Study 1 regarding those people with brain injury who 
receive large sum compensation payouts or settlements from their accident. While family members 
were often well meaning, community service providers indicated from their experience with a wide 
variety of adults with ABI, that families often lacked the skills and knowledge of how to manage 
these large sums of money, and consequently the money did not sustain the individual’s long term 
care needs.  
 
6.3.1.4 Health care management. 
From a service perspective, encouraging young people to gradually take more ownership of their 
health care management is an important part of transferring responsibility and care away from the 
paediatric health service (van Staa et al., 2011). Ongoing compliance with health care routines and 
having young people proactively seek health care as required, has been a primary focus for many of 
the transitional care programs which have been developed (Christie & Viner, 2009; van Staa et al., 
2011). In Study 1, the young people took varying levels of responsibility for their health care. Some 
parents reported that they had to purposefully remove themselves from participating in health 
related tasks with their young person, in order to facilitate this transfer of responsibility. Other 
parents reported difficulty with releasing this responsibility to their young people. In some 
situations, it is recognised that the young person will never have the capacity to take full 
responsibility for their health care and a shared management approach with the young person and 
their family should be encouraged (Rosland et al., 2013). Shared management is a systematic 
approach, whereby leadership of care is gradually transitioned from the health care provider to the 
family, and then ultimately to the young person when developmentally appropriate. It is believed 
that this slow shift in responsibility enables the young person to gain the knowledge and skills 
required for health maintenance. Parents are encouraged to take an active role in this process 
however often need to be supported during the transition (Gall et al., 2006). 
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Management of one’s health is seen as more than just “treatment compliance” but rather the 
coordination of health related behaviours, to have an overall positive impact upon one’s health 
(Modi et al., 2012). The first skill requirement for this to occur is health maintenance, which 
involves the ability to participate in activities and regular routines such as taking medication 
regularly, exercising, and eating well, which prevent health decline. The second is self monitoring, 
which entails the ability to detect a decline in one’s health and then take steps to rectify this (Riegel, 
Jaarsma, & Strömberg, 2012). Factors identified as influencing a person’s health management have 
included motivation, values, habits, confidence, experience and skill, functional and cognitive 
capacity, support from significant others and access to health care (Modi et al., 2012; Riegel et al., 
2012). Higher level executive functioning is important in health care management, as often many 
decisions are required during the health management process. This may range from making 
decisions to engage in health related tasks on a daily basis, to consent for invasive medical and 
surgical procedures. Memory is also important for carrying out health routines (Modi et al., 2012). 
 
When considering health care management, adequate time must be allowed for young people to 
learn the skills required. Skills include knowing one’s medical history, allergies, medications and 
how to access appropriate health professionals. The clinical team and the family need to work 
together to purposefully target these skills with the aim of increasing independence in the young 
person with ABI.  As it is recognised that some young people may reject suggestions provided by 
parents, utilising a person who is able to build rapport and credibility with the young person may 
facilitate this learning process (Wilson & Deane, 2001). Support also is required for families to 
encourage them to increase the level of independence expected from their young person. This may 
be facilitated by providing opportunities for the young person to independently manage their health 
care with the supervision and support of a medical team. 
 
Wilson and Deane (2001) investigated health seeking behaviours of adolescents and found that 
young people tended not to seek help if they did not think it would assist. Concern over what people 
would think of them also prevented them seeking help. Suggestions from young people indicated 
that they preferred to seek help from familiar people, those they trusted and who had been helpful to 
them in the past. They identified that the health provider should spend time building rapport with 
them and that contact such as text messaging and emails, outside of the official appointments, was 
beneficial. Young people requested information which normalised their concerns as typical for 
people their age, and that it should not be provided in the form of a “lecture”. They also requested 
to be provided with the opportunity to make choices regarding their health. Young people identified 
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choice making, maintaining a level of control over their situation and having some independence 
with respect to their lifestyle as essential to their overall commitment to health related behaviours.  
 
There was large variation between the participants with ABI in Study 1 with respect to the types of 
health care services accessed. All of them indicated that they visited a GP, however some had 
ongoing needs for specialist care. Access to a consistent GP was emphasised by all stakeholders in 
Study 1 as an important means of ongoing monitoring and management of a young person’s health 
care needs. This was especially relevant when limited specialist rehabilitation services were 
available in the adult sector. The GPs who were involved in Study 1 however, indicated rare contact 
with people who experienced a brain injury, which may limit their understanding of the needs this 
group. All stakeholders highlighted the importance of having an established relationship with a GP, 
rather than the adhoc relationship that potentially occurs within newer and more common large 
corporate medical clinics, where consistency with the same GP is not guaranteed. Therefore it is 
important during transition, that the young person identifies a GP with whom they feel they can 
communicate and access for ongoing medical care. Barriers such as long waiting lists and 
insufficient time allocated to appointments was also a concern and worthy of discussion with the 
young person regarding how this could be managed.  
 
In addition to the medical management of their ABI, other general adolescent health concerns are 
also relevant to young people with ABI at this time. Mental health concerns, drug and alcohol 
abuse, unplanned pregnancy, sexually transmitted diseases and injury related to violence have all 
been identified as common health risks and concerns for young people (Klein et al., 2008), with 
young people with health conditions at greater risk than the general population (Blum et al., 2001; 
Emerson & Turnbull, 2005). While no unplanned pregnancies were reported by participants in 
Study 1, sexuality, mental health concerns and alcohol use were raised as areas that needed to be 
addressed. 
 
6.3.1.5 Sexuality. 
Developing relationships and intimacy are both significant developmental events that occur in late 
adolescence and early adulthood. This topic was not identified by parents in Study 1 as an area of 
importance within a transition program, and within the literature it is an under-explored topic that 
tends to be avoided (Woodward et al., 2012). Other stakeholders within Study 1, such as the 
paediatric clinicians, expressed anxiety regarding exploring this topic with young people, feeling 
that it fell outside their experience and skill base. This is consistent with the literature that suggests 
that health professionals avoid discussing topics of sexuality with people especially if these people 
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have a medical condition or disability (Hallum, 1995). It is suggested that people with a disability 
are placed into one of three categories regarding their sexuality: (1) they are asexual and 
uninterested and therefore it does not need to be discussed, (2) they are interested but unable and 
therefore it does not need to be discussed or (3), they are interested and able (Hallum, 1995). In 
situations where they are interested and able, there is a level of anxiety from parents and health 
professionals about how the young person will respond in situations of a sexual nature. There is 
some misguided thought that if the topic is avoided, this lack of exposure and information may 
provide some form of protection for the young person who may not have the maturity to understand 
all of the complexities associated with intimate relationships (Hallum, 1995). Within the wider 
literature, parents of young people with a cognitive disability have reported that they try to 
discourage romantic relationships for their young people. They perceive that this is a protective 
strategy, helping the young person avoid potentially difficult emotional situations (Hallum, 1995). 
They have also expressed concern for their young person’s judgement and capacity to maintain 
personal safety (Hallum, 1995). Specifically for people with ABI, changes in physical sensation, 
motor control, libido, disinhibition, sensitivity to the needs of others and difficulties with 
communication can impact upon their sexual relationships (Mantell, 2010). Young people who have 
not been provided with accurate knowledge regarding sexual health issues are often left more 
vulnerable, relying on experimentation to gain this knowledge which may result in them being 
placed in positions where there is high risk to their personal safety (Becker & Rankin 1998). 
 
6.3.1.6 Mental health. 
Co-morbidities such as anxiety and depression were identified as topical issues for young people 
with ABI, both within Study 1 and within the wider literature (Noggle & Pierson, 2010; O’Connor 
et al., 2012; Trenchard et al., 2013 ). Trenchard and colleagues (2013) reported mental health issues 
as the most concerning outcome for people after ABI. Factors that contribute to the mental health of 
young people with ABI are varied and numerous. Pre-morbid mental health concerns, low self 
esteem, poor quality of life, social isolation and or secondary adjustment issues all have been 
identified as potential predisposing factors (Di Battista et al., 2012b; Hawley, 2012; Noggle & 
Pierson, 2010; O’Connor et al., 2012). 
 
Self esteem (a combination of self-image, self-awareness, attitudes, values and self-worth) has a 
significant impact on a person’s mental health (Hawley, 2012). It is derived from self evaluation 
and feedback received from significant people, parents and peers, surrounding the person. Hawley’s 
(2012) study of children with brain injury found that people with mild to moderate TBI often 
reported low self esteem, however people with severe TBI reported high self esteem. The authors 
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hypothesised that this may have been related to the relative lack of insight and impairment of self 
awareness found within people who have a more severe injury. Factors identified as contributing to 
low self esteem included poor academic performance, poor peer relationships, experiences of 
victimisation and bullying, as well as tension and disharmony in parent/child relationships. While 
not all people with low self esteem go on to meet the full diagnostic criteria of depression or 
anxiety, concerns regarding mental health of people with ABI deserve attention. It has been 
reported that anxiety and depression impact a person’s cognitive capacity in the areas of attention, 
concentration, information processing and problem solving (Noggle & Pierson, 2010). This is 
concerning as people with ABI often have compromised cognitive capacity and these additional 
challenges further impact their ability to participate in their occupational roles (O’Connor et al., 
2012 ). Noggle and Pierson (2010) indicated that depression in people who have a TBI tends to 
worsen over time, especially if help is not sought. This may be further compounded in young 
people, as young people in general tend not to seek help (Wilson & Deane, 2001).  
 
6.3.2 Long term planning. 
In some instances, the level of practical support required by young people with ABI is significant 
and likely to be long term. In these circumstances, the concept of capacity has to be considered, 
particularly as it relates to legal decision making regarding health, finances and lifestyle choices. 
Woodward and colleagues (2012) suggested that only one third of people who have children with 
complex medical and cognitive difficulty have considered capacity, end of life planning and plans 
for independent living, which suggests that families may need to be supported through this process. 
Parents may need support navigating the legal processes associated with capacity assessments from 
a neuropsychologist. The need for long term planning was also recognised by some parents in Study 
1. Parents of children with a disability have reported becoming anxious about future care needs, as 
soon as chronicity of their child’s condition becomes apparent (Hallum, 1995). For parents of 
children without a disability, when a young person enters young adulthood, there is a reduction in 
the amount of support required. For people with a disability however, this support requirement does 
not always decrease and at times increases, as parents no longer have access to the respite and 
support provided when the young person was engaged in an educational program (Hallum, 1995; 
Mantell, 2010). Preparing parents for circumstances when supervision and support will not be 
routinely available (such as full day education) is therefore an important consideration. Planning for 
respite or opportunities for young people to engage in meaningful activity should be considered, 
however reports suggest that parents are fearful of relying on services for support because of 
concerns about the quality of care which will be provided (Hallum, 1995). Respite facilities are also 
scarce and insufficient to meet the needs of families when required (Hallum, 1995).  For young 
126 
people who have a high reliance on family members to support their daily functioning, plans must 
be made for when their parents are no longer physically capable of providing this assistance. 
Consideration must be given to the future capacity of the person, as well as financial resources it 
will require to maintain an appropriate level of care for them (Hallum, 1995). 
 
6.4 Summary and Implications for a Transition Program 
It is clear from the findings of Study 1, and upon review of the literature, that a formalised 
transitional care approach is warranted for young people with ABI. As with the transition practices 
of people with other complex medical conditions, transition planning and processes need to occur at 
an individual, an organisational and an inter-organisational level. 
 
On an individual level, young people need to be supported to assume increased responsibility for 
their health care in preparation for the expectations of adult services. To achieve this, parents need 
to be supported in adjusting to the change in role that they have with respect to their young person’s 
health care. Families need to also be supported psychologically, to process the wide variety of 
emotions that transition evokes. Realistically, the amount of service provided at the time of 
transition is not as important as ensuring individual needs are being met. In order to understand 
these needs, and identify potential problems that may arise during the transition process, a clearly 
documented transitional care plan would be beneficial. This transitional care plan requires the 
collaboration of the young person and family members with the other stakeholders involved in the 
young person’s overall care. 
 
While the timing of transition potentially is outside the control of the individual, dictated by service 
requirements, young people and families can have involvement in the preparation for this event. 
Check-lists to assess the readiness of a young person to assume adult roles and other transitional 
care resources can be utilised to discuss the skills required for the transition to adulthood and 
facilitate an awareness regarding the young person’s capacity to take on adult responsibilities. 
 
Information provision and clear communication with families and service providers was found to be 
an essential element of the transition process. Information regarding the available adult services, 
their eligibility criteria, how to access and make connections to these service, is seen as paramount 
for families. Additionally, education regarding the differences in models of care experienced in the 
adult services may facilitate a smoother transition into the adult health service system culture. With 
a clear understanding of the expectations of adult services, young people have a greater chance of 
engaging with and navigating the adult service.  
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It is evident that unless appropriate resources are invested, it is unlikely that a transition program 
will be successfully implemented. Dedicated finances need to be invested by paediatric services to 
develop information packages for use within transition programs. Additionally resources need to be 
invested, so that clinicians have allocated time to prioritise transition, research available services 
and make links with the adult service providers. Finally, finance need to be dedicated to the training 
of paediatric service providers regarding issues of transition and adolescence. 
 
The adult service providers represented in Study 1 indicated some reluctance to be involved in the 
transition process. Literature suggests that connections need to be made at a service level, when 
planning transitional care programs, to ensure adequate commitment is provided by all (van Eyk & 
Baum, 2002). This potentially will be connected to the availability of resources, so that adult 
service providers too can have time to connect with paediatric service providers and up-skill in the 
relevant areas to address emerging adulthood issues (Berg Kelly, 2011; Cooley et al., 2011).  
 
Limited service availability may result in a greater long term burden on society, if young people 
with ABI are not supported to become active participants in the community (Knapp et al., 2008). 
The need for increased services and therefore financial resources however, requires advocacy at 
district and government levels and this potentially will take time to achieve. Given the limited 
availability and resources found within the adult services, young people and families therefore 
should be adequately prepared during their transition program, by being provided with a realistic 
understanding of the capacity of the adult services (Kennedy et al., 2007; Winn & Hay, 2009).  
Having gained a clearer understanding of the context specific needs of young people with ABI 
through Study 1, a formalised transition program was developed. This is described in the following 
chapter. 
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Chapter 7: Description of Recommended Transition Program for Young People 
with ABI  
 
7.1 Introduction  
In this chapter, a transition program for young people with ABI, developed based on the synthesis 
of data from Study 1 and the available literature, will be presented. This program was developed for 
trial within a paediatric rehabilitation setting, specifically the Queensland Paediatric Rehabilitation 
Service. How this program was to be provided by this service is explained within this chapter. In 
circumstances whereby the recommendations made from Study 1 were unable to be implemented 
by the service, due to resource constraints, the recommended process is initially described followed 
by the modifications made to the program to meet resource availability. The program trialled and 
reported on in chapter 8, is therefore the program with the modifications specified. 
 
7.2 Program Design 
Perspectives of stakeholders described in Chapter 4, including young people with ABI, their 
families, paediatric clinicians, adult clinicians and workers from community service provider 
organisations, regarding the content, strategies and processes were compared in Chapters 5 and 6 to 
the available literature on transition. Within the literature, key elements and principles have been 
proposed to address generic health transition needs, and their inclusion has been recommended 
within any transition program (American Academy of Pediatrics et al., 2002; Cooley et al., 2011; 
van Staa et al., 2011). These elements and principles were drawn upon for the program design. One 
of these elements is the recommendation for a formal structured process. Findings from Study 1 
indicated that successful transition requires not only a structured process, but also an overall 
philosophy that guides each interaction between the health care professional and the young person 
and his/her family during this time. Ultimately, the aim of transition is to empower young people to 
take responsibility for their own futures and equip them with the necessary skills to achieve this. 
The transition program for young people with ABI proposed here aimed to provide a client-centred 
service that builds individual capacity and self determination through education, family support and 
skill development. 
 
7.3 Consultation and Review 
Once the transition program for people with ABI was developed, it underwent a process of review 
by an expert reference committee of 16 members. This committee comprised consumer 
representation (two young people with ABI aged 22 and 25 years, and a mother of a young person 
with ABI), representatives from adult rehabilitation services (a director of adult rehabilitation 
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services and a nursing unit manager of outpatient programs), representatives of paediatric 
rehabilitation (paediatric rehabilitation consultant, hospital based outpatient clinic coordinator, 
community sector private case manager) and other stakeholders (a team leader at the Department of 
Community Services and Disability, a Motor Accident Insurance Commission representative, a 
Commonwealth Rehabilitation Service Employment Service representative, and a representative 
from the community and educational arm of Synapse Brain Injury Network). Feedback was 
received regarding the processes and content covered in the transition program. Written explanation 
of the transition program, along with all the developed resource drafts were provided to the 
reference committee two weeks prior to a face to face education and consultation forum. During 
this forum the committee participated in constructive discussions regarding the program, and/or 
provided written feedback on the program and resources developed. Modifications were made to 
the program based on this feedback 
 
Arranging consultation with this expert committee had the additional aim of engaging participation 
and commitment to the transition process across multiple agencies. An essential element of 
effective interagency collaboration has been identified as having mutual trust and commitment to 
the process (van Eyk & Baum, 2002). Involving multiple agencies in the planning process 
encouraged service managers to provide service support for the program. It also provided the 
researchers with an understanding of the capacity these services to partner with the paediatric 
service and contribute resources such as time and knowledge. 
 
It was at this point of consultation that the limitation in resources for a pilot of this program became 
apparent. Feedback was received from the expert panel regarding the proposed modifications to the 
transition program. As the modifications were with respect to the length of time the program could 
be trialled, it was thought that despite the modifications the program still provided appropriate 
support to the young people with ABI and their families for the time realisticily available within the 
service setting. It was also agreed that trialling the transition program, even in the shortened form, 
enabled exploration into the relevance and usefulness of program components such as the program 
content, use of a transition coordinator, family support provision, and the use of specifically 
designed information packages. It was thought that the information obtained in the shortened trial 
would provide data on the feasibility of providing a transition program within the clinical setting.  
 
7.4. Context of the Transition Program 
The transition program development and implementation occurred within the context of the 
paediatric rehabilitation service in a metropolitan hospital in Queensland, Australia (QPRS). To 
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optimise the integration of the transition program into the service, already established practices such 
as existing multidisciplinary clinics (MDC) were used as a foundation.  
 
Paediatric models of care for rehabilitation services support the use of MDCs for the ongoing 
monitoring of young people with ABI throughout their rehabilitation and developmental journey 
(Gillett, 2004). The way in which ongoing monitoring and the provision of MDCs occurred within 
QPRS will be referred to in this thesis as the MDC process. The transition program for young 
people with ABI, which was provided through the MDC process, was holistic, and therefore 
encompassed a person’s medical care, along with all aspects of transition to adulthood. Functional 
independence, employment, socialisation and meaningful participation within the community were 
addressed within the transition program. The transition program adopted a multi-disciplinary 
approach to care which utilised strategies to support the gradual transition to adulthood for the 
young person. 
 
7.5 The Transition Coordinator 
One of the key considerations identified within Study 1 was the recommendation that the transition 
program be initiated, coordinated and supported by a key paediatric clinician. The role of a 
transition coordinator, varies depending on the type of transitional care model adopted by the 
service (Gleeson & Turner, 2012). Within the current transition program, the role of a transition 
coordinator included both administrative and clinical tasks and a summary of these responsibilities 
has been included in Figure 7.1. The administrative element of the role was to facilitate the 
documentation required for the transition program. This included identifying people entering 
transition age, sending appointment letters, ensuring that written referrals were made to the 
appropriate adult services, and ensuring communication between all team members occurred. The 
transition coordinator acted as a resource person, identifying community services and resources, 
maintaining networks to facilitate holistic, interagency coordination of transition, and acting as an 
advocate for the young person as required.  
 
Additionally, the transition coordinator was involved in the direct provision of holistic health care, 
facilitating transition care planning and intervention, providing skill training and education and 
providing support to the families during the process. The activities and strategies utilised by the 
transition coordinator throughout the transition program, are described within the Transition 
Program Process section of this chapter.  
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Within this research project, resources were provided by the Motor Accident Insurance Commission 
to support the employment of a transition coordinator, full time for a 12 month period. It was the 
intention of the service, if the effectiveness of the coordinator were to be established, that the health 
department would take ongoing responsibility for servicing and resourcing this role.  
 
 
Figure 7.1 
Responsibilities of Transition Co-ordinator 
 Single point of contact for the young people and their parent/caregiver 
 Coordination of transition plan 
 Facilitates the identification of transition goals 
 Ensures communication between young person, parents, paediatric health care team, adult 
health care team and community services 
 Facilitates referrals 
 Administrative tasks: making appointments, completing documentation 
 Clinical role:  
i. emotional support 
ii. patient education 
iii. skills training 
 
 
 
7.6 Timing and Duration of the Program 
Transition has been identified as a process rather than a point of transfer (American Academy of 
Pediatrics et al., 2002). It is acknowledged that families need to be adequately prepared for this 
process and sufficient time allowed for young people to develop the necessary skills required for 
adulthood (Gleeson & Turner, 2012). With specific regard to transition into adult services, families 
may require a period of support after the date of transfer, to minimise the risk of drop out from adult 
services. Findings from Study 1 suggested that families would experience less isolation if they were 
to receive ongoing support, after the point of transfer. Participants recommended that families 
should be able contact paediatric services for some general guidance after discharge. Boundaries 
were placed around this contact however, whereby ultimate responsibility for medical care 
remained with the adult service. The paediatric service however could act as an informational 
resource, providing direction on where best to access ongoing support if unexpected issues and 
concerns arose. Feedback from parents/caregivers in the needs analysis indicated that this should 
occur for up to 6 months after discharge.  
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The duration of the transition program was considered in light of the specific needs of young people 
with ABI. As discussed in Chapter 5, young people with ABI often require longer to develop the 
skills required for adulthood. This had to be carefully balanced with the need to maintain client-
centred goals, as both parents and young people identified that they did not want to think of the 
future too early, and that moving out of home and living independently were often not goals until 
early adulthood. However, as reported by the adult service providers within Study 1, adult services 
have limited capacity and resources available to address these issues. Therefore, if independence 
skills were not addressed within the paediatric setting, the young people and their parents may not 
be able to obtain this support in the adult services. Through consultation with consumers and key 
stakeholders on the expert panel, and upon consideration of other disease specific models of 
transition, it was thought that the transition program for young people with ABI should commence 
when the young person entered Year 11 of their schooling (the year they turn 16). This would 
enable a two year period for the young person to develop some adult related skills and 
responsibilities, prior to discharge/transfer from paediatric services, which normally occurs at the 
age of 18. With both skills development and the need for extended support post- transfer in mind, 
the transition program within QPRS was designed to extend over a 2.5 year time period. The young 
person would commence the program as they entered Year 11, with the transfer of care to adult 
services occurring at the end of their schooling. The extended care support was to conclude six 
months after the completion of high school. 
 
Resources granted by the Motor Accident Insurance Commission enabled a 12 month timeframe in 
which to trial and gather feasibility data on the effectiveness of a transition program. Given the 
funding structure and reporting requirements associated with the research grant, it was not feasible 
to trial the 2.5 year program in its entirety. Therefore, through consultation with the expert review 
panel, it was decided to offer a truncated version of the transition program. For the trial, participants 
were offered the transition program when they entered Year 12 of their schooling, and the trial 
program was concluded and evaluated three months after they completed Year 12.  
 
The transition program detailed below describes the full 2.5 year program. Where modifications 
were made for the pilot, these are indicated throughout and summarised in the conclusion. 
 
7.7 Transition Program Process 
7.7.1 Identification and initial contact with families. 
Young people with ABI entering Year 11 at school were identified by the transition coordinator 
from the QPRS database and enrolled in the transition program. Young people identified for 
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transition were sent a letter by the transition coordinator describing transition and explaining what 
the program would entail (see Appendix 17). They were then scheduled for their first transition 
appointment within the existing MDC process. Eight weeks prior to the anticipated appointment, a 
letter was sent to the young person (see Appendix 18). The letter listed the goals previously 
established at the last MDC appointment, encouraging the young person and their family to reflect 
on the progress made towards these. It was intended that this letter would prompt the young people 
and their families to start thinking about the goals and issues that needed to be addressed in the 
future and therefore form the basis of discussion at their MDC appointment. Based on their current 
situation and identified issues, they were asked to indicate allied health professionals with whom 
they required appointments. The families were provided with a return to sender envelope and were 
given a time frame of two weeks to respond. If the family had been identified by clinicians as 
having a history of decreased self management within the health context, further support was 
provided. The transition coordinator contacted the family by phone to provide this assistance. 
During this call, discussion regarding current concerns and possible goals was undertaken, 
facilitating young people and families to identify relevant allied health professionals who could 
provide assistance in meeting these goals.  
 
In light of the pilot timeframe, this process was utilised with patients who were entering Year 12 
not Year 11. No other modifications were made to the initial contact with families. 
 
7.7.2 Scheduling of appointments. 
Based on the information received from patients, MDC appointments were scheduled. If the MDC 
team members were concerned by the choices the young person or family had made regarding the 
professionals they wished to see, then the transition coordinator called the families to discuss and 
clarify the team members required. Each young person was scheduled automatically with the 
following health professionals: 
 Clinical nurse – 30 minutes alone with young person 
 Transition coordinator – one hour alone with the young person, 30 minutes alone with 
families 
 Social worker – one hour alone for family 
 Doctor - 1 hr for the doctor to see both young person and/or family. The doctor and young 
person had the option to spend time alone, and this occurred by negotiation on the day.  
Other disciplines were scheduled as indicated on request. Individual appointment letters were sent 
separately to the young person and their family to facilitate some increased responsibility on the 
young person to acknowledge and engage in some aspects of health care management. 
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No modifications were made to this scheduling of appointment processes for the trial other than it 
occurring with Year 12 patients rather than the Year 11 patients. 
 
7.7.3 The MDC transition clinic. 
Appointment with Nurse: Each young person received a 30 minute appointment with the nurse. 
This provided the opportunity for the young people to start practising health skills including talking 
about their brain injury, knowing their medications, doses and potential side effects, and having an 
awareness of their allergies. Other topics open for discussion in this session were any sexual health 
concerns and/or continence issues. While seeing the young person by themselves was encouraged, 
respect was given to the choice of the young person and family member, and the family member 
was able to accompany the young person if needed. An interview schedule and young person 
worksheet was used by the nurse during this appointment (see Appendix 19). 
 
Appointment with Transition Coordinator: The transition coordinator spent time explaining 
transition and the roles of the different members in the transition team. Baseline assessment was 
completed. A specifically designed transition check-list was then undertaken (Appendix 20). The 
transition coordinator used this tool to assist parents understand where their young person was in 
relation to developing the skills used in adulthood and identify the skills for which the young person 
may require support. The transition coordinator then facilitated goal setting, first with the young 
person and then with his/her caregiver, identifying the client-centred goals to be addressed in the 
transition program. The transition coordinator prompted the young person to consider all aspects of 
participation; activities of daily living, employment and leisure. During this time, the transition 
coordinator ascertained which services were already involved in the care of the young person and 
collected contact details for key people within these organisations (school, local therapy teams, 
sporting agencies, department of child safety). The transition coordinator, in collaboration with the 
young person and the family, developed an action plan regarding how identified goals were to be 
achieved (see Appendix 21). Consent was provided by the young person and the family, to involve 
the other agencies in a collaborative discussion. Preferred methods of patient education (for both the 
young person and his/her family) were identified and recorded by the transition coordinator. 
Through collaboration, strategies were developed regarding how each of the transition goals were 
going to be achieved, with time frames being assigned to each. These goals were monitored three 
monthly, through face to face or telephone discussions, with progress reported in the medical chart. 
The goal was identified as achieved when the young person and or parent reported satisfaction that 
the goal had been accomplished. 
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Appointment with Social Worker: The social worker provided support to the families by facilitating 
their emotional adjustment to transition. This occurred in isolation from the young person to 
provide privacy to the family members. Families had the opportunity during this time to discuss any 
issues or concerns they had in addition to the planned transition. A family support plan was 
developed, identifying ongoing needs of the family. Support options provided by the social worker, 
included family therapy, family education and peer support. 
 
Medical Appointment: The doctor completed a rehabilitation medical review as per the usual 
consultation process.  
 
Other appointments within the MDC Process: Issues that were discipline specific were addressed in 
the usual MDC method of discipline specific assessment and consultation. For example, where 
relevant the orthotists reviewed articulated foot orthotics for the young people. Each discipline had 
the option of seeing the young person independently, or in instances where goals were more trans-
disciplinary, joint appointments with multiple professionals were scheduled.  
 
Some of the transition goals identified by the young people required the expertise of specific 
disciplines. In these instances, the transition coordinator liaised with the relevant discipline team 
member to ensure that intervention from this discipline was incorporated into the young person’s 
action plan. At the conclusion of their MDC appointments, each young person and his/her family 
were asked by the transition coordinator to sign their goal setting and action plan sheet (see 
Appendix 21). A copy of this sheet was placed in the chart, one was provided to the family and the 
information was also included at the end of the report formulated from the MDC. This was to 
ensure that all parties (patient and clinicians) were clear regarding the plans formulated for attaining 
the identified goals, the timeframes associated with these goals and the expectations and 
responsibilities of all parties. A review date for each of the goals was established. Again, the only 
modification made to this process for the trial was with respect to the age of the young person. 
 
7.7.4 Post- MDC meeting. 
The MDC process operating within the rehabilitation service already included a post- MDC 
meeting. This meeting gathered all medical and allied health professionals who had provided 
assessment or intervention during the clinic and allowed opportunity for each patient to be 
discussed. The young person and his/her family were not present, as historically this time was used 
by the clinicians to discuss concerns regarding the family, and to complete administrative 
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procedures. During this meeting, the transition coordinator reported back on the established 
transition plan, articulating the goals of the patient and how they were going to be achieved. 
Interdisciplinary input was sought regarding any issues surrounding these goals and their 
attainment. Planning of interventions required was conducted at these meetings including multi-
disciplinary intervention schedules, and liaison with other organisations. Finally, the MDC review 
date, based upon the review date articulated in the transitional care plan was determined. 
 
7.7.5 MDC report. 
A summary of the MDC clinic appointment was recorded in a report which included assessment 
results from the multidisciplinary team. The transition coordinator provided a summary of the skills 
check-list detailing the young person’s progress in obtaining skills required for adulthood. 
Strategies and recommendations made by the professionals to address the goals identified on the 
day, were recorded by each of the team members, providing written information to educate the 
young person. Contact details of any other relevant services that could assist in the attainment of 
these goals were provided by the transition coordinator, who was also responsible for identifying 
the appropriate services. The transition coordinator ensured that the report was in an appropriate 
format for the adolescent. The report was sent to external parties identified by the young person and 
family such as his/her GP, local therapy teams, school personnel and respite services. In the event 
that sensitive information was not to be widely disseminated, separate reports containing only the 
relevant information was sent to the external parties as determined by the family. For example any 
sexual health information was removed from the school report.  
 
7.7.6 Transition case management and ongoing review. 
For the remainder of the time the young person was at school, the MDC process was used to review 
the transition goals and progress toward the point of transfer. Appointments were scheduled as 
indicated by the transition coordinator provided who took on an active case management role. In 
some instances, the young person would be reviewed outside of the MDC process by the transition 
coordinator if this was warranted by the transition goals. This was thought to be more resource 
efficient, especially if there were no current medical concerns that required involvement of the 
rehabilitation consultant. The family were also provided with access to the social worker as per 
their family support plan identified in the initial transition appointment. The level of support 
provided by the social worker was modified according to family need throughout the transition 
process. 
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The frequency with which the young person accessed the transition coordinator was dependent 
upon his/her individual needs.  The transition coordinator provided case management to the young 
person to ensure that his/her transition action plans progressed. At times, it was identified by the 
transition coordinator that there were specific issues that needed to be addressed with the young 
people. Examples of this included the need for the young person to select courses for Post 
Secondary Education options by specific time frames. These were monitored by the transition 
coordinator, who assessed the young person’s readiness to receive information and raised them at 
the appropriate time (refer to section 7.9 for specific details on content areas).  
 
During this case management and review process, it was anticipated that the transition goals would 
generally include: 
 Post- school meaningful participation established (work, study, respite day centre) 
 Recreational, social, leisure activities established 
 Health maintenance plan and skills established 
 Adulthood life skills developed – negotiating health services, transport, budgeting, 
household management 
 An awareness of potential community support services developed with young people and 
families 
Progress was documented within the evolving transition plan, and modifications to goals, and 
strategies were made, as appropriate, through collaboration between the transition coordinator, 
young person and family. The transition coordinator facilitated the communication between the 
necessary external agencies involved in the young person’s care. Details of how this occurred are 
reported later in this chapter under interagency collaboration. The transition coordinator was also 
responsible for updating the rehabilitation multidisciplinary team of the young person’s progress, 
alerting relevant team members to any concerns and seeking input as appropriate. For example, the 
need for a capacity assessment for a young person may be highlighted to the neuropsychologist so 
that this could be arranged prior to discharge. 
 
While all of these processes were adhered to during the trial, the time frame available in which to 
achieve the transition goals was obviously reduced. Therefore the significant difference that 
occurred by not having the full 2.5 years resulted in the young people not having as much time to 
develop and practise their skills for adulthood.  
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7.7.7 Ongoing medical management. 
In the months leading up to discharge, the transition coordinator, family and young person ensured 
that a relationship with a GP was established. This occurred by identifying a local GP and in 
circumstances where this was not a long standing family doctor, the young person was encouraged 
to make and attend a meet-and-greet appointment with the doctor to start to establish a relationship. 
Depending on the complexity of the ongoing medical management for the young person, handover 
to the GP was offered in a variety of ways. In instances where there were no current or ongoing 
medical issues for the young person, a letter was sent to the GP, summarising the medical history to 
date and requesting ongoing monitoring, as required. In these instances, the young person was 
advised to contact the GP in the future if any medical concerns arose. In situations where the 
medical history and ongoing management were more complex, a case conference through tele-
health was offered between the rehabilitation consultant and the GP.  
 
In some circumstances, the medical management of a young person with ABI required ongoing 
medical specialist involvement. In these circumstances appropriate medical specialists were 
identified through consultation with the paediatric rehabilitation consultant and the family. 
Considerations were given to the needs of the young person, the need for a public or private service, 
and the capacity of the adult service to meet these needs. Referral to these medical specialists was 
then facilitated by a referring letter, contact to the intake officer by the transition coordinator, and in 
some circumstances, attendance by the transition coordinator with the family and young person to 
the initial appointment with the adult service.  
 
The paediatric consultant, with support from the transition coordinator, documented a medical 
summary. This was provided to the adult medical service, GP and to the family so that all had a 
record of the care received within the paediatric rehabilitation health service. Where possible, when 
multiple departments within the paediatric health service were involved in the care of the young 
person, these teams were requested to contribute to this document. 
 
7.7.8 Final appointment – transfer. 
The final appointment and MDC review was scheduled for March, following Year 12 graduation. 
The specific timing of this appointment was discussed with the family and agreed to within the 
transition action plan. This was an opportunity for the young person, family and paediatric team to 
have a final reflection on the achievement of their transition goals, to receive any relevant medical 
summaries and to say goodbye. It was at this point, that the adult medical service took on ongoing 
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management and care. For purposes of the trial, these appointments were scheduled for the 
beginning of March with the view that program evaluation would occur in May. 
 
7.7.9 Post- transfer care. 
For a period of 6 months post- transfer into adult services, or completion of high school, the 
transition officer provided phone or email support to the young person and his/her family. This 
contact was instigated by the young person or family member. The aim of this support service to the 
family, was to decrease any feelings of loneliness and abandonment from the paediatric services, 
facilitate and reinforce the family’s capacity to problem solve any issues using community based 
adult services and supports, monitor and ensure that the young people remained engaged with the 
adult services and finally to provide a consistent person for the families to contact if a major crisis 
were to arise. It was made clear to the families that the paediatric service would act only as an 
information support, and that medical and intervention support could not be provided. Due to the 
timeframes associated with the trial, this support service was only offered for a 2 month period prior 
to the program being evaluated. 
 
The needs analysis in Study 1 identified that families required an ongoing resource from which they 
could access information regarding support services available to address issues arising during 
adulthood. Synapse, the local branch of the brain injury network, offered a community information 
and resource program for people with ABI. It was recognised that this would be a valuable 
connection for families to have when finishing up with the paediatric services. Therefore one of the 
aims of the transition program was to establish a link for the families with this service. In 
collaboration with the Synapse team, it was agreed that this could occur through 1) Synapse 
presenting at group education information session organised by QPRS or 2) provided  through 
individual meet-and-greet sessions, where a contact from Synapse was introduced to the young 
person and his/her family, organised at the young person’s convenience in a mutually agreed venue. 
 
7.8 Strategies Utilised to Achieve Transition Goals 
While transition goals were personalised, overarching strategies were consistently used to support 
the young person to achieve these goals. These included patient education, skills training, support 
for the families and interagency collaboration.  
 
7.8.1 Patient education. 
Within a transition program, information needs to be presented to the young people and their 
families multiple times and in multiple formats (Lugasi et al., 2011). Information regarding 
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transition concepts was therefore offered to the young person and family in a variety of formats 
including written information packs, group education sessions and parent education. A written 
information pack containing information on all the relevant transition concepts was provided to 
young people and their families (Appendix 33) by the transition coordinator. Pages relevant to the 
young person were selected by the transition coordinator to ensure the young person was not 
overwhelmed with irrelevant information. This information was also discussed verbally. It was 
recognised that some families preferred to take the written information away to read independently, 
however the transition coordinator was available to follow-up and verify that this information was 
understood and to clarify any concerns. This information package was also provided electronically 
for easy storage and future reference. An audiovisual information package was provided to the 
young people and their families. This 12 minute film was provided on CD, and was divided into 
chapters, where the young person could choose to view the film in its entirety or had the option to 
choose sections which were to them (see Appendix 22). 
 
Group education sessions were offered to young people throughout the transition program. 
Consideration was given regarding the timing of these sessions and scheduled during school 
holidays. To facilitate the gradual distancing of the young people from the children’s hospital, they 
were planned to occur at a venue within the community. It was proposed that the group program 
operate at a ratio of three young people to one therapist/mentor, with a smaller therapist to patient 
ratio to be used if the young person was identified as requiring more support to participate by the 
transition coordinator. The transition coordinator was to provide the lead facilitator role and the 
patient to mentor ratios would be maintained with the use of allied health assistants, other therapists 
or young people mentors from the reference committee. The proposed program was for two half 
days (10am-2pm) and the sessions included: 
 Independent living skills experience: The young people were to be supported accessing the 
local shops to purchase the ingredients within a budget, and then were to proceed to prepare 
the food they had purchased to share for lunch.  
 Interagency introductions: Agencies that young people would potentially access post- high 
school, such as employment agencies and recreational support services provided information 
on their services and through informal discussions had an opportunity to establish 
relationships with the young people. 
 Social Support Network Development: A young person with an ABI who had already 
transitioned from paediatric services was invited to facilitate a discussion regarding 
transition and adolescent health topics. 
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Information provision and education for parents occurred regularly throughout the program. Parents 
were provided with information packs by the transition coordinator during a face to face 
consultation. These information packs were developed by the researcher and reviewed by the 
reference committee. They were also reviewed by the hospital’s media department for formatting 
and presentation. They were also supported with verbal information and education by the social 
worker and the transition coordinator in a face to face meeting. Parents were facilitated by either the 
social worker or the transition coordinator, depending on the family support plan established, to 
source information on services which may be appropriate for their young person in the future. Four, 
1.5 hour evening information sessions were offered to parents, presented at the hospital by 
community guest speakers, the transition coordinator and the social worker, covering topics such as 
transition to adult health care, capacity assessment, drug, alcohol and sexuality in the young person 
and post school options. A parent representative was invited to facilitate some parent peer to peer 
discussions regarding transition during these information nights. 
 
7.8.2 Skill training. 
A check-list including skills identified as important during adulthood, was used by the transition 
coordinator to facilitate discussion between the young person and his/her family regarding skill 
development (see Appendix 20). This check-list was developed by the researcher by review and 
modification of existing check-list used within transition for other conditions. During this process 
the transition coordinator gained an understanding regarding the importance of the young person’s 
participation in these tasks to the family. The benefits of allowing young people time to learn and 
practise the necessary skills for adulthood was emphasised with the family, with the rationale based 
on the learning needs of young people with ABI. Families who de-prioritized the need for their 
young person to gain independence were supported to view their young person’s future more 
holistically and encouraged to picture their future and how they wished this to look. In some 
situations where the young person lacked motivation to engage in such skills, techniques of 
motivational interviewing were utilised (Miller & Rollnick, 2002).  Specific examples involved the 
young people picturing their future in 5 years and determining steps to achieve this future, as well 
as identifying a famous person/mentor to whom they aspired and developing an understanding 
about how to achieve similar aspirations. 
 
Support was also offered to the families regarding how to change family routines to support the 
young person to gain more independence in an appropriately graded way.  The level of intervention 
provided to the young people and their families regarding the attainment of these skills depended on 
the capacity of the young person and family. Some strategies included: education on how to obtain 
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these skills, task analysis, scaffolding and grading of tasks; consultation encouraging skill practice 
within context, individual skill training with the transition coordinator within context, and skill 
training in group programs within a modified context. 
 
7.8.3 Support for family adjustment. 
Providing support for the grief families experience when disconnecting from the paediatric services 
and addressing the sense of isolation once this occurs were highlighted as important within a 
transition program (Stewart et al., 2006; Wedgwood et al., 2008)Support for family adjustment was 
provided to the family in multiple ways. Timely information was provided by the transition 
coordinator and the social worker, regarding the processes of transition, and how the paediatric 
service intended to support them through this time. They were also provided with information 
regarding what the future might hold for their young person and participated in discussions 
regarding future planning.  
 
Throughout the assessment process, the transition coordinator assessed the family’s capacity to 
problem solve and manage their young person’s health care, anticipating the expectations of the 
adult service. In situations where the family demonstrated reduced capacity to do this 
independently, a graded approach in which the parent was coached by the transition coordinator to 
develop these skills was utilised.  
 
Assessment of the family’s access to social supports was conducted by the social worker. 
Identification of who would provide supports and how these may change post- discharge was 
reviewed. This occurred through semi-structured interview. In situations where the family’s social 
supports were found to be limited, discussions regarding how to increase support were facilitated by 
the social worker. Consideration was given to their access to financial resources, and where 
appropriate, connection to support services such as Centre-link (Australian government agency 
providing social welfare) was made. Education regarding financial commitments for a young person 
post- high school was also provided. 
 
7.8.4 Interagency collaboration. 
Collaboration and coordination between the multiple agencies providing care for young people with 
ABI was an important part of the transition program. This coordination was primarily the 
responsibility of the transition coordinator and was provided in a systematic way. The initial stage 
of interagency collaboration was the identification of services already involved in the young 
person’s care and management. This was achieved during the initial transition program appointment 
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in the MDC. The importance of including these agencies in the transition planning process was 
explained to the families. This was highlighted as a key to minimising the potential for repetition in 
transition service provision as well as minimising the potential for conflicting information 
provision. Services included local therapy teams, insurers, private case managers, child protection 
services, and the education department. Signed consent was obtained from young people and 
families to enable information sharing regarding the young person’s functional capacity and 
transition goals. 
 
The education department, within this local context, varied in its approach to transition depending 
on the school. It was based upon the priority that each individual school dedicated towards 
transition and resources to which they had access. Resources for transition were often connected to 
the State’s verification process, whereby provisions were made if the student was identified as 
having a significant disability that required support and planning. In most circumstances, the young 
person with ABI had a teacher who was an identified case worker within the school and this teacher 
was responsible for the overall management of his/her education. In some circumstances, this was 
the year level coordinator, guidance officer or deputy principal and other times it was a case worker 
assigned from the special education unit. During this collaboration, information pertaining to the 
work experience, vocational training and life skills program options the school could access was 
discussed.  
 
Interagency coordination included a joint transition planning meeting with services already 
involved in care. During this meeting, an interagency transition plan was developed, articulating 
joint goals, time frames and responsibilities. Towards the conclusion of the transition program, 
agencies involved in the care of the young person, provided a summary, written in collaboration, of 
the young person’s functional status and a history of the services received to date. This was to be 
used by the young person to support information sharing with new services in preparation for 
transfer. 
 
During transition planning, the supports required after discharge from the paediatric service were 
identified and appropriate services selected to meet these needs. The agencies included were 
dependent on the individual however consideration was given to all areas of participation including 
health, recreation, social welfare, employment and education. Methods used to facilitate a referral to 
the adult services, by the transition coordinator, were based upon individual need, preference and 
capacity. In some instances, the facilitation took the form of providing the young person and family 
with contact details of a few organisations. For others, facilitation required a more structured 
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process, whereby the transition coordinator contacted the service on the young person’s behalf, with 
their permission, and arranged an initial appointment. This occurred in instances where the young 
person and his/her family identified their preference for the transition coordinator to perform this 
role, as they did not feel confident or able to do so independently. In some circumstances, the 
transition coordinator attended the first appointment with the young person. The contact with the 
adult service needed to be appropriately timed. Consideration was given to the possibility that the 
young person may have needed an opportunity to try a variety of agencies which offered similar 
services, in order to find an appropriate fit. Establishing contact with a service early also enabled a 
relationship to be built between the young person and the new agency, diversifying the young 
person’s social support network before the familiarity of the paediatric service support was 
withdrawn. The transition coordinator had to be aware, however, of the eligibility criteria and intake 
processes of these services, as access to some services needed to occur at specific times and through 
specific processes.  
 
The final stage of interagency collaboration was point of transfer. A specified date, agreed to by the 
young person, family and all members of the support services was recorded within the transitional 
care plan. This became the official date on which the other service took on the responsibility of care 
for that young person. Young people and families were encouraged to contact these agencies as a 
first point of call from this date onward with any concerns. 
 
7.9 Content Included within the Program 
7.9.1 Content for young people. 
The content for the transition program was developed based on responses of the key stakeholders 
interviewed in Study 1. These responses were also consistent with the recommendations found 
within adolescent health and transition literature. They included: 
 Physical health - skin checks, breast checks, testicular checks, drug and alcohol  
 Mental health - How to recognise signs of anxiety and depression, how to manage stress, 
identification of support people 
 Social - talking on telephone, use of social media, issues of disclosure, how to make friends 
 Employment- available career choices, work experience options, how to do a curriculum 
vitae, interview techniques, employment services 
 Living skills - travel training (use of the local electronic ticketing card and system, planning 
route and checking timetables), money management, meal preparation, shopping, moving 
out of home, driving and the processes for gaining a licence 
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 Navigating adult services – making and attending appointments, seeking out appropriate 
services, researching and understanding what services could offer, choosing the best service 
to meet specific needs, goal setting, consumer rights, consumer satisfaction process, 
perseverance, re-engaging with services, assertiveness.  
These topics were discussed by the transition coordinator with the young person during various (but 
not specific) time points throughout the transition program including within the MDC 
appointments, during other scheduled face to face transition appointments, on the phone or during 
group education sessions. 
 
7.9.2 Content for families. 
The topics included in the transitional program that were more directed towards the family were 
also derived from the key stakeholders interviewed in Study 1. They included: 
 Concept of grading everyday tasks 
 Over protection preventing independence 
 Developmental issues and brain injury  
 Young person wishing to be and do “normal” things 
 Matching expectations of young person to their capacity  
 Capacity – the young person’s ability to make lifestyle and financial discussions 
 Level of acceptable risk for the young person 
 Grief over pre-injury expectations and aspirations 
 Thinking about the future 
 Long term future - how much care is required by the young person, will respite be required 
 Financial implications – costs of care, impact on carers capacity to work 
 Identification of support networks - informal friends and family or formal systems, 
counselling, advocacy services 
 Navigating health services – privacy, confidentiality, advocacy, changing role  
Information and discussions pertaining to these areas were discussed with the family at various (but 
not specific) points in the transition program, either during an MDC appointment, during an 
appointment scheduled to provide family support, during phone consultation reviews and/or group 
education sessions.  
 
The content delivered within the modified transition program for the trial was consistent with the 
recommended program, the difference being that the information was presented within a shorter 
timeframe and the families had less time to process this information.  
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7.10 Summary 
Within this chapter, a detailed description of a transition program for people with ABI has been 
provided. While this program was developed through extensive consultation, its effectiveness in 
providing supportive transition planning needed to be evaluated. This program was therefore 
trialled with a cohort of transitioning young people with ABI. Funding for this pilot program was 
provided by the Motor Accident Insurance Commission. Unfortunately, due to limited resources, 
the full 2.5 year transition program could not be trialled. The overarching philosophies, strategies 
and content for transition were nevertheless, retained and implemented. The major differences 
involved the program being offered to young people as they entered Year 12 not Year 11 and the 
potential implications included: 
 the young people had less available time to progress in their transition goals,  
 they had less time to practice skills required for adulthood, 
 they had less time to process information provided regarding transition 
 they did not receive a full 6 months of post- transfer care prior to the program evaluation 
Despite this however, the expert transition panel associated with this project perceived value in 
trialling this modified program, to ascertain feasibility and effectiveness of a transition program for 
young people with ABI. The method and results and discussion of the program trial are presented in 
Chapter 8. 
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Chapter 8: Evaluation of a Transitional Care Program for Young People with 
ABI: A Pilot Study. 
 
Chapter 8 provides details regarding the second study of this thesis: the pilot study. Further 
background information regarding the challenges of evaluating transition programs is provided. 
Study 2’s aims are described along with the research methodology used to achieve these aims. 
Results and discussion relating to Study 2 are also presented within this chapter. 
 
8.1 Introduction 
The slow accumulation of literature surrounding transition services for young people with complex 
medical conditions has focussed primarily on the development of general principles relevant to 
health related transitional care based on the perspectives of consumers and providers of health 
care(Karpur, Brewer, & Golden, 2014; Nieboer et al., 2014; Woodward et al., 2012).. Where 
evaluative research exists, transition programs have been disease specific (e.g., diabetes (Fleming, 
Carter, & Gillibrand, 2002), juvenile arthritis (Ansell & Chamberlain, 1998; Mcdonagh, Shaw, & 
Southwood, 2006) and spinal cord injury (Anderson, Vogel, Willis, & Betz, 2006). There is little 
documentation detailing the content and processes employed when delivering these programs 
(Nieboer et al., 2014). Further, a lack of formal and consistent outcome measures for transition 
makes evaluation of program effectiveness difficult. A number of markers have been used as 
indicators of change in an attempt to evaluate programs, however, these have been inconsistently 
employed. These markers have included: evidence that transition has been discussed (Woodward et 
al., 2012), attendance at an adult health care service after discharge from child services (Hankins et 
al., 2012), reported perceptions of the level of coordination and communication between paediatric 
and adult health care services (Nieboer et al., 2014), and finally, self and parent reported increases 
in independence and self management by the young person for his/her health condition (Nieboer et 
al., 2014; Woodward et al., 2012).  
 
Additional complications have been reported with respect to evaluating transition programs offered 
to people within a rehabilitation context. Given the nature of rehabilitation, there is less focus and 
need for ongoing medical care, compared to the needs of people with long term medical conditions. 
Rather there is a focus on community participation. Many of the evaluation methods for transitional 
programs focus primarily on the medical aspects, making comparisons between programs difficult.  
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The purpose of Study 2 is to address the following research question: Does the proposed transition 
program facilitate the transition into adulthood of young people with ABI and their families as they 
exit from paediatric rehabilitation services?  
 
8.2 Research Aims 
The specific aims of this pilot project were to ascertain if the transition program:  
1) increased the young person’s and his/her family’s awareness of services available to support 
young people during adulthood,  
2) increased a young person’s independence in skills relevant to adulthood,  
3) resulted in the young people and their families perceiving they were provided with client-
centred care as they transitioned from paediatric rehabilitation services, 
4) produced overall satisfaction with the transition process by the young person and their 
family.  
It was also the intent of this research program to evaluate specific components of the transition 
program and the feasibility of implementing this program within the existing service. Therefore 
additional aims were to ascertain:  
5) which aspects of the transition program were considered helpful by the young people and 
their families and therefore important to include in future transition service provision,  
6) if the resources developed for use within the transition program were perceived as useful by 
young people and their families, 
7) the feasibility of implementing a transition program within a paediatric rehabilitation 
service. 
 
While transition is recognised to be more holistic than just the transition to adult services, due to 
restrictions within the research context, regarding timeframes and funding resources, evaluation of 
the transition program did not measure the success of the program in transitioning the young person 
into roles associated with adulthood such as employment and further study options.  
 
8.3 Method 
8.3.1 Design. 
A concurrent mixed methods design with data collected pre- and post-transition program was used 
in this evaluation. Similar to the argument presented in the first study of this thesis (described in 
Chapter 3), the exploratory nature of transition research lends itself to a mixed methods approach, 
in which quantitative measures are integrated with qualitative descriptions of the participants’ 
experiences of the process (Creswell, 2013). Quantitative measures were used pre- and post-
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transition program, to measure outcomes such as change in functional performance and levels of 
consumer involvement. At the conclusion of the program, a purpose-designed questionnaire was 
used to collect quantitative data on client satisfaction and a semi-structured interview was 
conducted to collect qualitative data from key stakeholders regarding their experience of the 
transition program. Both quantitative and qualitative data were collected simultaneously, in keeping 
with the concurrent mixed method design, and integrated during analysis. 
 
8.3.2 Ethical clearance. 
Ethical approval for the pilot program was gained through Royal Children’s Hospital District 
Human Research Ethics Committees (HREC/12/QRCH/13 see Appendix 23). Subsequent approval 
was granted through The University of Queensland, Medical Research Ethics Committee (see 
Appendix 24). 
 
8.3.3 Participants. 
The participants in this pilot study included those considered key stakeholders in the transition 
process, specifically young people with ABI, their families, and the paediatric clinicians providing 
the transition service.  
8.3.3.1 Young people with ABI and their families. 
Patients of the Queensland Paediatric Rehabilitation Service (QPRS), Herston, Queensland, 
Australia were included in the study if they met the following criteria: 
Inclusion criteria: 
1. Were referred to QPRS by a GP or medical specialist; 
2. Were diagnosed with an ABI; 
3. Attended an education program (high school or TAFE certificate equivalent) with the view 
to completing this program in 2012; 
4. Were living within the metropolitan Brisbane area or living outside of the Brisbane area but 
accessing QPRS services at the Royal Children’s Hospital location. 
Exclusion criteria: 
1. QPRS patients with a diagnosis other than an ABI; 
2. Patients who were serviced through state-wide outreach clinics. 
 
8.3.3.2 Clinicians of the Queensland Paediatric Rehabilitation Service. 
Other participants included in the evaluation of this program were the clinicians (QPRS staff) who 
were involved in and impacted by the transition program. They were recruited to provide feedback 
regarding the effectiveness and feasibility of the program within the QPRS service.  
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Inclusion criteria: All medical and allied health professionals who worked within a clinical role in 
QPRS outpatient services at the time of data collection. 
 
8.3.4 Recruitment.  
Young people with ABI who met the eligibility criteria were identified through the QPRS 
databases. Letters introducing the transition program were sent to families advising them of the 
transition service and inviting them to participate (refer to Appendix 17). Declining participation in 
the research project did not exclude them from accessing the transition program. Clinicians who 
met inclusion criteria were identified by the Ambulatory Care Coordinator. Email and staff 
meetings were utilised to provide information regarding participation.  
 
8.3.5 Informed consent. 
Initial contact was made with all eligible young people with ABI, and their parents/caregivers by 
sending an information sheet regarding the transition program. On this information sheet prospective 
participants were offered an initial transition appointment. During the patient’s first transition 
appointment, the research project and the program were described in further detail. Information sheets 
were provided and informed consent was obtained at this time (see Appendix 25 and 26).  
 
Clinician participation in the implementation of the transition program was considered to be in line 
with the duties assigned to their job description. However, consent was provided by the clinicians 
prior to them completing the evaluation (see Appendix 27). 
 
8.3.6 Measures. 
In addition to demographic data collection, a battery of assessments, outlined below, was used to 
describe the participant group (MPAI-4 and FCOPES – detailed below) and evaluate participant 
outcomes including changes in functional ability, transition goal achievement, consumer 
perceptions of client-centred provision of care, and overall satisfaction. Semi-structured interviews 
were used to gain individuals’ perspectives on the experience of transition and overall impression of 
the transition program.  
 
8.3.6.1 Baseline demographic data. 
Demographic data on the young people with ABI were collected from the medical chart at baseline 
including: age, gender, date of injury, cause of injury, school year level and type of school program 
in which they were enrolled. The school programs were classified as follows:  
1) mainstream school: where students participate in the standard national curriculum,  
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2) modified program: where students participate in some elements of the national curriculum 
with modifications made to expectations based on the young person’s ascertained needs. 
The modified program is provided within a standard classroom setting,  
3) special education unit (SEU): where students have a personalized education program, 
provided within a specialized classroom setting within the local school, or  
4) technical and further education (TAFE): where students participate in vocational education 
and training.  
 
8.3.6.2 Mayo-Portland Adaptability Inventory (MPAI - 4) (Malec & Lezak, 2003).  
The MPAI-4 is a questionnaire used clinically and for research purposes, to measure the global 
functioning of people with ABI. Items rate functional ability such as sensory, motor and cognitive 
abilities, adjustment including mood and interpersonal interactions, and participation including 
social contacts, initiation and money management. The MPAI-4 consists of 29 items in three 
subscales (the Ability Index, the Adjustment Index and the Participation Index). Items are rated on a 
5-point scale from 0 to 4, where 0 represents the most favourable outcome, no problem or 
independence and 4 represents the presence of severe problems (Malec & Lezak, 2003). Raw scores 
are then converted to t scores to allow comparison to a normative population. Normative data are 
based on people with ABI; therefore sample comparisons are not made with a non-injured 
population, but rather are an indication of severity of disability in relation to other people with ABI. 
In general, when compared to the reference population with ABI, total t-scores of less than 30 
indicate good outcomes, 30 to 40 mild limitations, 40 to 50 mild to moderate limitations, 50 to 60 
moderate to severe limitations, and above 60 severe limitations (Malec & Lezak, 2003). In this 
study, the MPAI-4 was completed via an interview conducted by the researcher at baseline with the 
young person’s parent/caregiver, to provide a description of the sample of young people with ABI.    
 
8.3.6.3 The Family Crisis Oriented Personal Evaluation Scales (F-COPES), (McCubbin, 
Olson & Larsen, 1982)  
The F-COPES was used to identify problem solving and behavioural strategies utilized by families 
in difficult or problematic situations. This measure was collected from the parent/caregiver at 
baseline only, and used to describe the level of family coping behaviour. It measures 30 coping 
behaviours that look at two levels of interaction; (1) Individual to family system, or the ways a 
family internally handles difficulties and problems between its members, and (2) Family to social 
environment, or the way a family externally handles problems or demands from outside its 
boundaries. Family members are asked to respond using a 5-point Likert Agreement Scale to a 
series of statements about how their family responds when faced with difficult situations. Computer 
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software is then used to convert these responses into raw scores, percentiles and z scores for five 
domains of coping behaviours. These domains include: acquiring social support, reframing, seeking 
spiritual support, mobilizing to acquire and accept help and passive appraisal. These scores are 
combined to formulate a total score. Higher total scores indicate more coping behaviours. Low 
scores indicate a shortage of general coping behaviour. Access to this assessment can be obtained 
via: http://www.familybehavior.com/favorite_links_3.html. 
 
8.3.6.4 Targeted Transition Goal Achievement Scale.  
A pre- and post-transition treatment goals scale was purpose designed for this study based on a 
modified version of the Canadian Occupational Performance Measure (McColl et al., 2005). The 
same expert panel which developed the questionaries for Study 1, identified specific goal areas that 
were being addressed within the transition program. Items covered included meal preparation, 
household maintenance, financial management, transport utilisation, and health management (see 
Appendix 28 and 29). These goals were identified in addition to the individual goals set through the 
collaboration process of the transition MDC. The young person and his/her parent/caregiver were 
asked separately to rate on a scale of 1 to 5, their perception of the young person’s ability to 
perform specific adult-related activities, where 1 indicated the young person required full support to 
complete the activity, and 5 indicated his/her ability to complete the activities independently. They 
were then asked to rate their satisfaction with the young person’s current level of ability. 
Satisfaction was rated on a scale of 1 to 5, with 1 being very unsatisfied with the young person’s 
level of ability with a task, and 5 being very satisfied. Finally they were asked to rate their 
confidence in their capacity to change the young person’s level of ability in the future if required. 
Confidence was rated on a scale of 1 to 5, with 1 being no confidence in their capacity to enact 
change and 5 being completely confident.  
 
In addition to these transition goals, young people and parents/caregivers were also asked to rate 
their level of knowledge and understanding regarding the types of medical, community and 
employment services available to adults, how to access these services, and the processes involved in 
deciding post-school options. Their level of knowledge was rated using a 5-point scale where 1 
indicated no knowledge or understanding and 5 indicated complete knowledge and understanding. 
These scales were completed before and after the transition program. 
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8.3.6.5 Measure of Process of Care (20 Item Version) (MPOC-20)(King, King & 
Rosenbaum, 2004).  
The MPOC-20 is a measure of parents’ perceptions of the extent to which the health services they 
and their children receive are family-centred. The MPOC-20 is a self-administered survey whereby 
parents rate on a scale of 1 to 7, questions exploring client-centred care concepts. These are grouped 
under categories including enabling and partnership, provision of general information, provision of 
specific information, coordinated comprehensive care, and respectful and supportive care. The M-
POC-20 has been validated on samples of parents whose children ranged in age from 0 to 17+ years 
and who had a variety of neuro-developmental disabilities (King, King & Rosenbaum, 2004). This 
was completed by the parent/caregiver at the conclusion of the transition program. 
 
8.3.6.6 Satisfaction scales. 
A specifically designed questionnaire was used with the young person and their parent/caregiver to 
evaluate satisfaction with the transition program (see Appendix 30 and 31). Items included overall 
satisfaction with the transition program, as well as an evaluation of specific components provided 
within the program. The questionnaire was used to determine how helpful these program 
components were perceived, and how important it would be for these components to be included in 
future transition programs. Satisfaction was rated on a 5-point Likert scale, ranging from 1 
“completely dissatisfied” to 5 “completely satisfied”. The transition program components were also 
rated using a 5-point Likert scale, with helpfulness measured from 1 “not at all helpful” to 5 
“extremely helpful”. The level of importance of including these elements in future transition 
programs was rated from 1 “not at all important” to 5 “extremely important”. The information 
package designed and provided during the transition program was evaluated using a 5-point Likert 
scale, with 1 indicating “strongly disagree” and 5 “strongly agree”, with respect to its design, 
readability, the usefulness of information, and detail of information provided. 
 
8.3.6.7 Semi-structured interview and focus group. 
Semi-structured interviews were conducted with the young person with ABI and their 
parent/caregiver. Open ended questions were used to ascertain their experience of the transition 
program, including both positive and negative aspects, and any suggestions they had towards 
improving the program (see Appendix 32). The young person with ABI and his/her parent/caregiver 
were provided with these questions prior to the interview being conducted. An independent research 
assistant conducted the qualitative phone interviews. Interviews were conducted at the participant’s 
convenience, by the same research assistant, using a speaker phone and digital audio recorder. The 
interviews varied in length depending on the responses provide by the participant. If questionnaires 
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had not been returned by mail at this time, the research assistant completed these over the phone 
with the participant.  
  
Focus groups were conducted with the clinicians to explore their experiences of the transition 
program. Open ended questions were used to ascertain their perceptions of how implementing the 
transition program had impacted their workload, any benefits and challenges experienced during the 
implementation process, and how they perceived the transition program could be implemented in an 
ongoing way within the service (See Appendix 32 for interview schedule). Focus groups were 
scheduled with QPRS clinicians by discipline groups for operational convenience (occupational 
therapy, nursing, social work, physiotherapy, and neuropsychology) and were facilitated by an 
independent researcher. Each participant was emailed the questions prior to the focus group. Focus 
groups were audio-recorded. Medical personnel, the transition coordinator and the ambulatory care 
coordinator were interviewed individually due to availability. Summaries of interviews and focus 
groups were sent to participants for member checking. 
 
8.3.7 Data collection. 
Baseline assessments were completed at the initial transition appointment by the transition 
coordinator, who was also the principle researcher and author of this thesis. This researcher has had 
over 10 years experience working as a paediatric occupational therapist, 5 years of which had been 
specifically working with children who have an ABI. This included the Targeted Transition Goal 
Achievement Scale, FCOPES and the MPAI-4. These were completed through interview with the 
parent. The young people with ABI and their families then participated in the 16 month transition 
program as detailed in Chapter 7 and summarised below. Post- evaluation measures and 
questionnaires (Targeted Transition Goal Achievement Scale, MPOC-20, satisfaction and program 
evaluation survey) were sent individually to both the young person and their parent, by mail, two 
weeks after the discharge appointment or closure phone call. Interviews were conducted by an 
independent researcher within four weeks of the transition program concluding. If questionnaires 
had not been completed by the time of the interview, the research assistant completed these over the 
phone with the participant. The measures completed at the two data collection time points are 
summarised in Table 8.1. 
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Table 8.1 
Collection Time Points for Measures used in Transition Program Evaluation Project 
 
 Pre-transition Program Post-transition Program 
Measures 
Young 
People with 
ABI 
Parent/ 
Caregiver 
 Young 
People 
with ABI 
Parent/ 
Caregiver 
QPRS 
Clinician 
Demographic Data x      
Mayo-Portland Adaptability 
Inventory (MPAI - 4) 
 x     
The Family Crisis Oriented 
Personal Evaluation Scales (F-
COPES), 
 x     
Targeted Transition Goal 
Achievement Scale  
x x  x x  
Awareness and knowledge of 
adult services 
Measure of Process of Care (20 
Item Version) (MPOC-20) 
x x  x x 
 
x 
 
Satisfaction scales    x x  
Semi-structured interview or 
focus group 
   x x x 
Note: X indicates data collected using the measure. 
 
8.4 The Transition Program 
A detailed description of the transition program used for this pilot study is described in Chapter 7. 
In summary, the young people with ABI and their families participated in a clinical program 
provided by the paediatric rehabilitation service, led by the transition coordinator. This program 
facilitated them to identify transitional goals to be addressed during their final year of schooling, as 
they prepared for entering adulthood and adult based services. Key elements of the transition 
program included: patient education, goal setting, skills training, family support, interagency 
collaboration and post- transfer care.  
 
Due to resource limitations of this project, the entire transitional care program could not be trialled 
in this pilot. Modifications to the program included: 
 Shortening of the program duration (with the 2.5 year program condensed into a 16 month 
program) 
 The information packages (Appendix 22 and 34) design and format were not approved 
within the hospital department until later in the trial, and therefore these resources could not 
be used as early as intended within the patient education transition program 
 Within the original program development, opportunity for the young people to engage in 
skill training groups was intended and this was offered to participants in the pilot trial. 
Participants of this study declined involvement with this component of the program, and in 
view of client-centred care, this decision was respected. 
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8.5 Data Analysis 
Written responses to the questionnaires from young people and parents/caregivers were manually 
entered into SPSS (version 11). Where appropriate, scaled scores were summarised descriptively 
using means, standard deviations and ranges and categorical data were described using frequencies 
and percentages. Paired t tests were performed on scaled data which were normally distributed. Due 
to the small sample size, Fischer’s exact test was used to analyse the categorical data, as many 
categories contained fewer than 5 responses. Significance levels were set at p =0.05.  
 
The interviews and focus groups were transcribed verbatim. Utilising the same process of analysis 
described in Chapter 3 for Study 1, content analysis, and the same methods to ensure appropriate 
rigour were used to analyse the data. After reading the transcripts multiple times, summaries of the 
individual interviews, highlighting key responses to the research questions, were sent to participants 
for member checking. Peer checking, using the process of analytical triangulation (Patton, 2015) 
occurred through review by the researcher and her supervisors. Summary of these key responses 
were then synthesised to inform results. 
 
 It is acknowledged that the primary researcher, with a background in paediatric occupational 
therapy, was also the transition co-ordinator responsible for the implementation of the transition 
program. To minimise the potential bias the researcher’s dual role and professional background 
may have had on data collection and analysis, an independent research assistant was used to collect 
the program evaluation measures and conduct the qualitative interviews. Clinical supervision was 
provided to the transition coordinator, by a senior occupational therapist to support appropriate 
reflection upon practice. The use of a reflective journal by the researcher and supervision provided 
by research supervisors throughout the data collection and analysis increased accountability and 
minimised the risk of potential bias. 
 
Interview lengths of the young people ranged from 1 minute 10 seconds to 8 minutes 28 seconds. 
Parent/caregiver interviews ranged from 1 minute 23 seconds to 7 minutes 38 seconds. Clinician 
interviews ranged from 5 minutes 11 seconds to 11 minutes 45 seconds, and the focus groups with 
multiple clinicians ranged from 6 minutes 4 seconds to 20 minutes and 51 seconds. 
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8.6 Results 
8.6.1 Participants. 
8.6.1.1 Response Rates  
Forty-eight young people were invited to participate in the study with 21 young people being 
recruited. Twenty-seven young people with ABI did not respond to the invitation. Two young 
people and their parent/caregivers chose not to complete the evaluation after agreeing to participate, 
as they had competing time commitments. Three additional young people chose not to complete the 
evaluation after agreeing to participate in the study, giving no specific reason, however their 
parent/caregiver did participate. Two of the young people’s parents were not able to participate in 
the evaluation due to time constraints, however the young people completed the evaluation. Figure 
8.1 is a flowchart to describe the participant response rate. 
 
 
Figure 8.1 
Young People with ABI Participation Rates for Study 2 
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Demographic and diagnostic information on participants in the transition program is summarised in 
Table 8.2. The majority of participants were male (79%), with their age at injury ranging from 1 to 
15 years. The average age at recruitment was 17.05 (SD 0.4) years with an age range of 16 years 
and 6 months to 17 years and 9 months. Types of injury were evenly distributed throughout the 
different common causes. 
 
The total MPAI-4 score was used to describe participants’ overall capacity in functional ability, 
adjustment and participation relevant to their brain injury. The mean total score for participants was 
47.5. This indicates that these participants are similar to the wider population of people with brain 
injury in their functional capacity. There was however a wide range in scores (19-85). 
 
Participating parents/caregivers demonstrated average family coping abilities on the F-COPES at 
baseline with the mean total coping percentile score of 45.2. However there was a wide range in 
these scores (4-94). 
 
Table 8.2 
Summary of Demographic and Diagnostic Details of Participants with ABI  
Demographic  n (%) or M ±SD 
Gender  
Male 15 (79%) 
Female 4 (21%) 
Age at injury (years) 8 ± 5.5 
 1.3-15.9 (range) 
Age at recruitment (years) 16.99 ± 0.4 
16.36 – 17.77 (range) 
Type of injury  
Severe TBI  5 (26%) 
Infection/other  4 (21%) 
Brain Tumour 4 (21%) 
Mild/moderate TBI  3 (16%) 
Cerebral Vascular Accident 3 (16%) 
School Program  
Mainstream Education Program 8 (42%) 
Modified Program 5 (26 %) 
Special Education Unit 4 (21%) 
TAFE program 2 (11%) 
Mayo-Portland Adaptability Inventory (MPAI- 4) 47.5 ± 13.34 
 19-85 (range) 
The Family Crisis Oriented Personal Evaluation Scales (F-COPES) 45.2 ± 30.9 
 4-94 (range) 
Note. TBI= Traumatic Brain Injury. 
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Twenty-five clinicians were invited to participate in the study. Twenty-three clinicians were 
recruited, two declining due to conflicting time commitments. Discipline breakdown included; four 
medical doctors (17%), four physiotherapists (17%), four occupational therapists (17%), three 
social workers (13%), two nurses (9%), two speech pathologists (9%), two neuropsychologists 
(9%), one ambulatory care coordinator (5%), and one transition coordinator (5%).  
 
8.6.1.2 Young Person Participation levels within Pilot Program 
There were various levels of participation by the 21 young people enrolled in the transition 
program. Variation in contact with the service was dependent upon young person’s needs and the 
goals identified during initial contact. Some participants had minimal contact, with an initial 
appointment and closure appointment only. Other participants required regular review and contact 
throughout the transition program. 
 
8.6.2 Changes in awareness and knowledge of adult services. 
The first aim of the research project was to ascertain if the transition program was effective in 
increasing young peoples’ and parents’/caregivers’ awareness of services available to support 
young people during adulthood. Participants were asked to rate on a scale of 1-5 their current level 
of knowledge of what services and supports available from adult services (1 = no knowledge, 2 = 
some knowledge, 3 = good knowledge, 4 = complete knowledge). Their knowledge of medical 
services, post- school options, community and employment services available was rated pre and 
post- transition. Table 8.3 details the mean knowledge scores pre and post intervention, for both the 
young people and their parents/caregivers.  Young people indicated an improvement in knowledge 
for all rated areas of transition (medical services, post school options, community services, referral 
processes and employment services). Parents/Caregivers indicated an improvement in knowledge 
regarding post school options, community services, referral processes and employment services, 
however reported a decrease in knowledge regarding available medical services. All changes 
reported by young people and their parents/caregivers however, on the Fishers Exact test analyses 
indicated no significant change (p > 0.05).  Utilising Cohen’s effect size, there was a medium effect 
noted in the young person’s knowledge of medical services and employment services, and a 
medium effect in the parent’s knowledge of post school services. All other effect sizes were small. 
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Table 8.3 
Level of Knowledge as Rated by Young People with ABI and their Parents/Caregivers Pre-Post 
Transition Program 
 
 Pre-intervention 
Mean (SD) 
Post Intervention 
Mean (SD) 
p value Cohens d 
Young Person n = 17 n = 14   
Medical Services 2.23 (1.03) 2.64 (1.01) 0.28 0.41 
Post School Options 2.47 (1.28) 2.79 (1.37) 0.51 0.24 
Community Services 2.06 (1.14) 2.50 (1.34) 0.33 0.23 
Referral Processes 2.06 (1.25) 2.35 (1.39) 0.53 0.33 
Employment Services 2.12 (1.27) 2.93 (1.44) 0.11 0.60 
Parent Caregiver n = 19 n = 14   
Medical Services 2.31 (1.25) 1.95 (1.49) 0.42 0.26 
Post School Options 2.11 (0.88) 2.71 (1.78) 0.56 0.43 
Community Services 2.11 (0.94) 2.36 (1.48) 0.92 0.20 
Referral Processes 2.16 (1.01) 2.5 (1.22) 0.39 0.30 
Employment Services 2.16 (0.76) 2.5 (1.29) 0.35 0.32 
 
 
8.6.3 Independence in skills related to adulthood. 
The second aim of this research project was to ascertain if the transition program increased a young 
person’s independence in skills relevant to adulthood. This was measured through changes observed 
pre and post- program with respect to transitional goals using the Targeted Transition Goal 
Achievement Scale. The percentage number of young people (n=14) and their 
parents/caregivers(n=14)  reporting changes in skill performance is recorded in Table 8.4. 
 
Table 8.4 
Number of Participants Reporting Improvement in Ability for Skills Related to Adulthood 
Skill Young People 
N (percentage of n) 
Parents/Caregivers 
N (percentage of n) 
Meal Preparation 1 (8) 6 (43) 
Household Maintenance 5 (41) 7 (50) 
Financial Management 3 (25) 4 (29) 
Utilising Transport  6 (50) 6 (43) 
Managing their health 7 (58) 6 (43) 
Explaining the impact of their brain injury to others 3 (25) 6 (43) 
 
The mean differences within the parent/caregiver’s pre and post- transition scores and young 
peoples’ pre and post- transition scores were calculated with regard to their perception of ability in 
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living skills. Fishers exact test used to determine if these changes were significant. (see Table 8.5) 
Changes in parent/caregiver’s ratings of their young person’s skills were not significant. Young 
people reported statistically significant improvements in their ability to perform household and 
health management skills, and their ability to explain the impact of their injury after the transition 
program.  
 
Table 8.5 
 Pre- and Post- Program Ratings of Young People and Their Parent/Caregiver on the Targeted Transition Goal 
Achievement Scale  
 
 
Young peoples’ self-ratings  
(n=14) 
Parents’ ratings  
(n=14) 
 
Mean Change in 
perceived ability 
x(SD) 
Change in perceived 
ability 
P1 
Mean Change in 
perceived ability 
Change in perceived 
ability 
P1 
Meal preparation -0.58 (±1.16) 0.07 0.29 (±1.38) 0.39 
Household 
maintenance 
0.08 (±1.56) 0.01 * 0.09 (±1.46) 0.74 
Financial 
management 
-0.25 (±1.76) 0.35 0.14 (±0.95) 0.24 
Transport utilization 0.42 (±1.08) 0.89 0.36 (±1.91) 0.98 
Health management 0.08 (±1.83) 0 .01* 0.14 (±1.23) 0.35 
Explaining the 
impact of brain injury 
to others 
0.17 (±1.03) 0.04* 0.29 (±0.99) 0.07 
Note: *p < 0.05  
 
1 
reported using Fishers Exact Test (2-sided) 
 
8.6.4 Client-centred care. 
The third aim of this research project was to ascertain if the transition program was delivered in a 
manner which was perceived by the young people and their parent/caregiver to be client-centred. 
The client-centred nature of the transition program was evaluated by the parents (n=17) using the 
MPOC-20. Table 8.6 summarises the responses reported by parents/caregivers with respect to the 
five domains measured by the MPOC-20. Out of a maximum of 7, participants rated above 5.5 on 
all domains. Parent/caregivers reported that they felt that the transition program enabled them to 
work in partnership with the service, provided a supportive, respectful and coordinated approach to 
care, and provided both general and specific information related to their young person’s care. 
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Table 8.6 
Average Ratings of the Five Domains on the Measure of Process of Care Inventory (MPOC-20)  
 
 Min Max Mean SD 
Enabling and partnership 3 7 5.94 1.29 
Coordinated and comprehensive care 1 7 6.32 1.16 
Respectful and supportive care 4 7 6.44   0.98 
Providing specific information 3 7 6.04 1.30 
Providing general information  2 7 5.51 1.52 
 
 
8.6.5 Overall satisfaction. 
Overall satisfaction with the program as reported by young people and parent/caregivers is 
presented in Table 8.7. Over 80% of both young people and parent/caregivers were satisfied with 
the transition program. Three young people and two parents indicated dissatisfaction with their 
transition experience. Participants’ experiences were explored in the interviews. In total, 16 young 
people and 17 parents/caregivers were interviewed.  
 
Table 8.7 
Young People with ABI and Parents’ Satisfaction with the Transition Program 
 
 Young Person 
n  (%) 
Parent 
n  (%) 
Completely dissatisfied 2 (11) 2 (11) 
Somewhat dissatisfied 1 (5) 0  (0) 
Neither satisfied or dissatisfied 2 (11) 3 (16) 
Somewhat satisfied 4 (21) 6 (32) 
Completely satisfied 8 (42) 7 (37) 
Missing 2 (11) 1  (5) 
 
Interviews with parents indicated both positive and negative aspects of the transition program. 
These can be viewed in respect to different elements of the transition program. Parent/caregivers 
reported appreciating having familiar people with whom to discuss the complex issues of transition 
(n =5). They reported that the case management system was very well organised and they 
appreciated having access to a transition coordinator at any time a question arose “the fact that I 
could ring [the transition coordinator], if I came across something I wasn't sure about, she'd put 
me back on track. So I guess that's a positive of the transition (P1)”.  
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Three parents and one young person made suggestions for how the transition program could be 
improved. All suggestions directly related to their comments on the negative aspect of the transition 
program. One parent identified some confusion within the process, as not all departments within the 
hospital transitioned at the same time. Oncology and neurology were often delayed in their referral 
to their adult counterparts, so parents/caregivers were informed they could not access rehabilitation 
services from the children’s hospital but were still accessing oncology and neurology services from 
that location. Addressing this disparity was requested as a possible improvement to the program. 
One parent reported feeling overwhelmed with the amount of information and the events associated 
with transition and indicated that she would have preferred not to have to consider the thought of 
her young person entering adulthood. Another parent commented on the late timing of the 
information package being presented to them, and suggested that an improvement could be the 
earlier presentation of this material.  Others (n =2) thought it was such an extensive program that it 
needed to be started earlier than Year 12 and that follow-up should occur until after transition is 
completed (e.g., after the young person is established in work or study). 
 
Parents/caregivers reported that they appreciated how the young people were treated like adults 
throughout the transition experience (n =3). They believed that this increased the confidence the 
young person had in themselves, “the actual treating him as an adult that was able to – like, you 
know, a young adult, that was able to help him to see that he could make those choices; that he 
could achieve what he wanted to achieve (P2)”. They appreciated that options were provided to the 
young person and they were given choices rather being directed. Parents/caregivers (n =2) also 
reported that it was beneficial to have someone outside of the family unit discuss options with their 
young person, to provide a more objective perspective “to have an independent person giving him 
some truthful advice on the difficulties and the steps he’s going to have to take for independent 
living (P3)” .  
 
Parents/caregivers (n =4) appreciated information regarding what to expect within the adult 
services and the processes of how to navigate these services. Parents/caregivers (n =5) reported 
some frustration regarding the difficulties experienced while trying to engage these agencies. 
Specifically, changes in employment service access and Centrelink processes delayed a smooth 
transition into these adult services. The timing of this delay then resulted in the families not 
completely being established within these services prior to their final appointment at QPRS. 
  
Overall, the young people provided limited information during the interviews regarding the 
transition program. Young people (n =7) reported that the transition program helped them gain 
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confidence in their abilities, and develop some skills which helped them to be more independent 
“Well, I learned how to solve problems by myself. Yeah. I learned how to do things by myself at 
home as well (YP1)”. Some (n =2) reported feeling valued within the program, “I felt like 
everybody was trying to help me and that, so that was good. I felt valued (YP2)”, and that they 
enjoyed meeting new people within the transition program. One young person reported that she 
would have preferred more hands on experience for skill development “ I would have liked to have 
a few more practical things, because learning from experience, I learn from experience, and I didn't 
really get any experience, which was unfortunate (YP3)”. She suggested further skill development 
opportunities be made available in the program. One expressed disappointment that he had to miss 
school to attend appointments, however did not make any suggestions of improvement. Some (n 
=2) felt frustration over the adult services not meeting their expectations. 
 
 
8.6.6 Important elements of transition program. 
The fifth aim of this study was to ascertain which aspects of the transition program were perceived 
to be important to be included in future service implementation. Young people and their 
parents/caregivers were asked to indicate how helpful certain elements of the transition program 
had been, as well as how important it was to maintain these elements within future transition 
programs. The results are shown in Table 8.8 
 
The young people and their parents/caregivers indicated that the transition coordinator, the 
information package, supported referral to the adult health care setting and liaison with other 
medical departments in the children’s services were all helpful elements in the transition program 
and felt these should be maintained. The nursing health education was not seen as a helpful part of 
the program. Vocational exploration, independence skills and interagency collaboration support 
during the transition program were identified as less helpful, however were rated as being important 
to maintain in a transition program. This may suggest that improvements need to be made regarding 
how support in these areas should be provided.  
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Table 8.8 
Reported Level of Helpfulness and Importance Regarding Certain Aspects of the Transition Care Program 
 
Reported Level of Helpfulness  
  
 Young Person Parent 
 n (%) n (%) 
Transition coordinator     
Not at all helpful 2 (10.5) 2 (10.5) 
Slightly helpful 2 (10.5) 0 (0) 
Somewhat helpful 4 (21) 3 (16) 
Moderately helpful 4 (21) 5 (26) 
Extremely helpful 5 (26) 8 (42) 
Missing 2 (10.5) 1 (5) 
Information package     
Not at all helpful 2 (10.5) 2 (10.5) 
Slightly helpful 2 (10.5) 1 (5) 
Somewhat helpful 7 (37) 3 (16) 
Moderately helpful 5 (26) 6 (32) 
Extremely helpful 1 (5) 6 (32) 
Missing 2 (10.5) 1 (5) 
Social worker support     
Not at all helpful 8 (42) 4 (21) 
Slightly helpful 2 (10.5) 1 (5) 
Somewhat helpful 4 (21) 4 (21) 
Moderately helpful 0 (0) 5 (26) 
Extremely helpful 3 (16) 4 (21) 
Missing 2 (10.5) 1 (5) 
Nursing health education     
Not at all helpful 4 (21) 5 (26) 
Slightly helpful 4 (21) 3 (16) 
Somewhat helpful 5 (26) 3 (16) 
Moderately helpful 2 (10.5) 4 (21) 
Extremely helpful 2 (10.5) 3 (16) 
Missing 2 (10.5) 1 (5) 
Vocational exploration     
Not at all helpful 4 (21) 6 (32) 
Slightly helpful 3 (16) 0 (0) 
Somewhat helpful 5 (26) 3 (16) 
Moderately helpful 3 (16) 6 (32) 
Extremely helpful 2 (10.5) 3 (16) 
Missing 2 (10.5) 1 (5) 
Living skills training     
Not at all helpful 4 (21) 6 (32) 
Slightly helpful 3 (16) 2 (10.5) 
Somewhat helpful 7 (37) 5 (26) 
Moderately helpful 3 (16) 3 (16) 
Extremely helpful 0 0 2 (10.5) 
Missing 2 (10.5) 1 (5) 
Supported referral to adult 
service 
    
Not at all helpful 2 (10.5) 5 (26) 
Slightly helpful 5 (26) 1 (5) 
Somewhat helpful 5 (26) 5 (26) 
Moderately helpful 5 (26) 3 (16) 
Extremely helpful 0 (0) 4 (21) 
Missing 2 (10.5) 1 (5) 
Interagency collaboration     
Not at all helpful 4 (21) 7 (37) 
Slightly helpful 2 (10.5) 1 (5) 
Somewhat helpful 6 (32) 5 (26) 
Moderately helpful 3 (16) 1 (5) 
Extremely helpful 2 (10.5) 4 (21) 
Missing 2 (10.5) 1 (5) 
Liaison with medical 
departments 
    
Not at all helpful 4 (21) 4 (21) 
Slightly helpful 4 (21) 1 (5) 
Somewhat helpful 5 (26) 5 (26) 
Moderately helpful 4 (21) 2 (10.5) 
Extremely helpful 0 (0) 6 (32) 
Missing 2 (10.5) 1 (5) 
 
Reported Level of Importance 
  
 
Young people Parents 
 
n (%) n (%) 
Transition coordinator 
    Not at all important 2 (10.5) 2 (10.5) 
Slightly important 2 (10.5) 1 (5) 
Important 2 (10.5) 0 (0) 
Very important 4 (21) 4 (21) 
Extremely important 7 (37) 11 (58) 
Missing 2 (10.5) 1 (5) 
Information package 
    Not at all important 2 (10.5) 2 (10.5) 
Slightly important 1 (5) 0 (0) 
Important 8 (42) 1 (5) 
Very important 2 (10.5) 8 (42) 
Extremely important 4 (21) 7 (37) 
Missing 2 (10.5) 1 (5) 
Social worker support 
    Not at all important 2 (10.5) 2 (10.5) 
Slightly important 3 (16) 1 (5) 
Important 5 (26) 4 (21) 
Very important 2 (10.5) 5 (26) 
Extremely important 5 (26) 6 (32) 
Missing 2 (10.5) 1 (5) 
Nursing health education 
    Not at all important 2 (10.5) 3 (16) 
Slightly important 1 (5) 3 (16) 
Important 5 (26) 5 (26) 
Very important 5 (26) 3 (16) 
Extremely important 4 (21) 4 (21) 
Missing 2 (10.5) 1 (5) 
Vocational exploration 
    Not at all important 2 (10.5) 4 (21) 
Slightly important 1 (5) 2 (10.5) 
Important 5 (26) 1 (5) 
Very important 4 (21) 3 (16) 
Extremely important 5 (26) 8 (42) 
Missing 2 (10.5) 1 (5) 
Living skills training 
    Not at all important 3 (16) 3 (16) 
Slightly important 1 (5) 3 (16) 
Important 5 (26) 3 (16) 
Very important 2 (10.5) 1 (5) 
Extremely important 6 (32) 8 (42) 
Missing 2 (10.5) 1 (5) 
Supported referral to adult 
service 
    Not at all important 2 (10.5) 2 (10.5) 
Slightly important 0 (0) 2 (10.5) 
Important 6 (32) 4 (21) 
Very important 6 (32) 2 (10.5) 
Extremely important 3 (16) 8 (42) 
Missing 2 (10.5) 1 (5) 
Interagency collaboration 
    Not at all important 2 (10.5) 2 (10.5) 
Slightly important 0 (0) 2 (10.5) 
Important 8 (42) 3 (16) 
Very important 4 (21) 5 (26) 
Extremely important 3 (16) 6 (32) 
Missing 2 (10.5) 1 (5) 
Liaison with medical 
departments 
    Not at all important 2 (10.5) 2 (10.5) 
Slightly important 1 (5) 3 (16) 
Important 7 (37) 2 (10.5) 
Very important 4 (21) 5 (26) 
Extremely important 3 (16) 6 (32) 
Missing 2 (10.5) 1 (5) 
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8.6.7 Evaluation of resources. 
The Young Persons’ Information Pack provided to young people as part of the transition program 
was rated by the young person with respect to how easy it was to read, its design and presentation, 
its provision of useful information, and its provision of sufficient information. The majority of 
young people reported finding the information package moderately helpful with respect to amount 
of information, usefulness of information, design and layout and readability. The young peoples’ 
perceptions of this package are presented in Table 8.9.  
 
Table 8.9 
Evaluation of the Young Person’s Information Pack 
 
 Strongly 
disagree 
 
n (%) 
Disagree 
 
 
n (%) 
Neither 
agree or 
disagree 
n (%) 
Agree 
 
 
n (%) 
Strongly 
agree 
 
n (%) 
Missing 
 
 
n (%) 
Easy to Read 2 (11%) 0 5 (26%) 7 (37%) 3 (16%) 2 (11%) 
Good Design 2 (11%) 0 5 (26%) 7 (37%) 3 (16%) 2 (11%) 
Useful Information 2 (11%) 0 6 (32%) 6 (32%) 3 (16%) 2 (11%) 
Sufficient Information 2 (11%) 0 5 (26%) 6 (32%) 4 (21%) 2 (11%) 
 
The Family Information Package, provided to parents/caregivers during the transition program, was 
evaluated by the parents/caregivers and results are displayed in Table 8.10. The majority of parents 
reported finding the information package moderately helpful with respect to amount of information, 
usefulness of information, design and layout and readability. 
 
Table 8.10 
Evaluation of the Family Information Pack 
 
 Strongly 
disagree 
 
n (%) 
Disagree 
 
 
n (%) 
Neither 
agree or 
disagree 
n (%) 
Agree 
 
 
n (%) 
Strongly 
agree 
 
n (%) 
Missing 
 
 
n (%) 
Easy to Read 2 (11%) 0 4 (21%) 11 (58%) 1 (5%) 1 (5%) 
Good Design 2 (11%) 0 5 (26%) 9 (48%) 2 (11%) 1 (5%) 
Useful Information 2 (11%) 0 5 (26%) 9 (48%) 2 (11%) 1 (5%) 
Sufficient Information 2 (11%) 1 (6%) 5 (26%) 8 (42%) 2 (11%) 1 (5%) 
Provided future direction 2 (11%) 0 6 (32%)  9 (47%) 1 (5%) 1 (5%) 
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8.6.8 Feasibility of providing the transition program.  
The final aim of this pilot study was to ascertain the feasibility of implementing the transition 
program in a paediatric rehabilitation service. This was viewed from a resource perspective, 
whereby the clinical contact time required to provide this service was determined. Qualitative 
feedback was also gained from the clinicians regarding their perceptions of the value of 
implementing this program within their service. The clinical support provided by the transition 
coordinator is summarized in Table 8.11.  
 
Table 8.11 
Provision of Service by Transition Coordinator per Young Person (n=19) in the 16 Month Transition Program 
 
 Face-to-Face Coordination 
Liaison 
Telephone 
Consultation 
Total 
 Occasions  
of service 
Hours Occasions  
of service 
Hours Occasions  
of service 
Hours Occasions  
of service 
Hours 
Mean 5 8 13 9 4 2 22 19 
SD 3.62 7.33 5.81 4.61 2.82 1.59 11.09 12.13 
Min 1 1 4 4 1 1 9 7 
Max 12 23 27 20 11 6 50 42 
 
 
On average, the transition coordinator spent 19 hours per person (including face to face, telephone, 
and liaison activities) on transition within the year. The minimum time spent with one person was 7 
hours (divided between face to face, paperwork and coordination/liaison). The maximum time spent 
with a single person was 42 hours. The transition coordinator spent 369 hours on clinical care for 19 
patients in 16 months. 
 
The perspectives from the paediatric clinicians were gained through focus groups and semi-
structured interviews. Findings were grouped into the benefits perceived for the patients, the 
benefits perceived from a service provider perspective and the barriers identified with implementing 
the transition program. 
 
The clinicians perceived the benefits of the transition program for patients to be numerous. They 
reported that the young people appeared to be more prepared for life once discharged as a result of 
the transition program. They recognised that transition was being addressed in a holistic manner so 
that not just health was considered “it [service provision within the transition program] was 
tailoring their needs to their future (07)”. The clinicians perceived that utilising a transition 
coordinator facilitated the communication between QPRS and families “the benefit is really that 
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you can make sure the family get the right information and they get a more thorough follow up 
(06)”, as well as facilitating the connection of the young person to adult services “It meant that the 
patients had better transition into other services and they had a better understanding of what was 
out there (08)”. The clinicians reported that a formal transition program, allowed the issues of 
transition to be recognized and considered within the normal developmental trajectory for young 
people “highlighting transition as a phase or as a developmental life cycle stage for families is 
important and I think this program does that (05)”. 
 
Some barriers and concerns were identified by clinicians regarding the transition program 
implementation. They perceived risks associated with only one person within the department having 
the expertise on transition, which may result in a loss of this knowledge base if the staff member 
were to leave. It was also thought that if transition issues arose when the staff member was not 
available no one else would be able to address these “if you're [the transition coordinator] not 
there all the time then it's kind of sometimes patients will slip through without seeing you (09)”. 
In the initial stages of implementation, some clinicians indicated that they perceived their skills 
regarding transition to be inadequate “just having the right knowledge and skills of how to educate 
them on things like sex education for someone who's brain injured wasn't something we were 
used to doing (10)”. There was also concern that not all clinicians, who formed the transitional care 
team (e.g., social workers, nurses), would be able to prioritise transition within their daily practice 
despite there being service guidelines around this “we've got to prioritise our work and so we have 
to decide what's the biggest need here (10)”. Clinicians acknowledged that because other services 
and departments within the hospital did not often have similar transition pathways to QPRS, 
especially around the timing of transfer, this made the transition process more disjointed. Finally, 
there was also some concern about duplication between the transition coordinator role and the 
social worker role with respect to the support provided for the families during the transition 
program “frustrations for me were sometimes there was duplication in that [the transition 
coordinator] would give the same information to the parents that we would have (05)”. 
 
From clinicians’ perspectives, it was reassuring that families and young people were being 
supported through the transition process in an evidence-based manner. They expressed benefits to 
there being a clear process, which made the support provided to the young people consistent, with 
clear understanding regarding people’s roles and responsibilities “I think that it made the roles very 
clear about who was doing what whereas before you would sort of say well this person's going into 
the adult community, who's looking at this, who's looking at that?(02)”. Clinicians perceived that 
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there was more coordination between the adult and paediatric services, with a greater staff 
awareness of available services and referral pathways evident, “having someone here to gain all 
that information about the services that are available, was really good because we don’t have the 
time to do that (01)”. Some clinicians reported that the program enabled more targeted provision of 
services across the multidisciplinary team, decreasing the workload by removing duplication. 
Finally, clinicians identified that having a transition coordinator who oversaw the process, and who 
acted as a resource person regarding transition, was valuable as it decreased the time spent 
accessing and sourcing resources by each staff member “it saved us time in preparation(03)”. 
Coordinating this through the one person enabled the coordinator to build upon this knowledge and 
networks, “it meant that there was one single person that we knew that the young people could go 
to if they had particular questions. One person who was developing that expertise as well, and so 
then if there were questions that we had as well, we were able to go to the transition coordinator 
and ask her questions about the transition process”(03). 
 
 
8.7 Discussion 
The purpose of this pilot trial was to ascertain the feasibility and effectiveness of the transition 
program in assisting the transition of young people from paediatric health service into adulthood. 
Increased knowledge and awareness of the adult services available, improvement in skills related to 
adulthood, and overall patient satisfaction in relation to communication and client-centred service 
provision were considered markers of the effectiveness of the transition program. Measurement of 
participation in adult roles such as employment, study and leisure options were beyond the scope of 
this pilot given available resources. While young people reported an improvement in some skills 
such as household management and health management, these changes were not perceived to be 
significant by parents/caregivers. Literature suggests that differences often occur between parent 
report and adolescent report within outcome measures (Di Battista, Godfrey, Soo, Catroppa, & 
Anderson, 2015). Parents and adolescents perceive their circumstances through different lenses. 
Adolescents tend to view their circumstances by comparing to their peers. Alternatively, parents 
may perceive their circumstances differently, and these perceptions can often be influenced by 1) 
the level of traumatisation they experienced as a result of their child’s TBI, and 2) their expectations 
and perceptions of what their young person should be able to achieve (DiBattista et al., 2015).  
 
The differences between the results reported by the young person compared to the parent/caregiver 
may also be the result of a lack of insight or self awareness in the young people. Self awareness and 
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the capacity for a young person to objectively assess their performance in activities of daily living is 
often impacted by a brain injury (Schmidt, Fleming, Ownsworth, & Lannin, 2013) and therefore the 
subjective self report measure used by the young person, identifying improvement in some 
activities of daily living, may not be an accurate reflection of an improvement in these skill sets.  
 
Another potential explanation for the difference noted between the participant groups (young 
person versus parent/caregiver), may be that young people were not being offered the opportunity to 
utilise their capacities with respect to independence, and therefore did not have opportunity to 
demonstrate to their parents their level of abilities in these areas. There is some suggestion that 
parents of children with disabilities can tend to be overprotective and encourage more dependence. 
Parents of children with cerebral palsy reported that when overprotection is established earlier in 
life, breaking this habit is often difficult (Reid et al., 2011). While Dunn and Gardner (2013) found 
that parents of children with physical disability did encourage chore participation, they were 
required to provide more hands on assistance with these activities. By comparison, parents of 
typically developing children reported using more verbal prompting rather than physical assistance 
as support.  
 
A number of explanations could be used to explain the lack of significant change in the young 
people’s independence following completion of the transition program. Potentially, as the program 
was not provided in its entirety, this decreased the opportunity for the young person to learn and 
practice these skills. Both young people and parents/caregivers reflected that young people with 
ABI required extra time to develop skills. This is again supported in the literature that describes the 
development of independence in this population (Dunn & Gardner, 2013). The program therefore 
needs to be trialled for the fully intended duration (2.5 years) to ascertain if this would produce 
greater change in the level of independence and skill found in the young people with ABI. 
 
Opportunity for the young people to engage in skill training groups (described in Chapter 7) was 
incorporated in the originally proposed program and was offered to participants in the pilot trial. 
Participants in this study declined involvement in this component of the program, giving no specific 
reason for doing so. This was offered at the beginning of the program and not raised again after it 
was initially declined. It is interesting to note however, that some young people identified that 
doing more skill training and having increased contact with other young people with ABI would 
have been a beneficial component to the program. Literature would suggest that modifications to 
the way that these group programs were offered may increase the uptake of this element of the 
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transition program. It has been suggested that young people like to engage with and develop a 
relationship with the group facilitator, and that they are more inclined to commit to a program if 
they are familiar with other group members (Malekoff & Ebooks Corporation, 2014). Further 
review of the group skill training offered within the transition program is therefore warranted. 
Potentially there were alternative methods that could have been used to develop independence 
skills, identified at an individual goal level, and included in their individualised goal setting sheet. 
Some suggestions could include home program ideas, one on one context specific training or the 
identification of these goals in the individual learning plans within the education setting. The impact 
of these alternative strategies may be a consideration for future research. 
 
The changes in independence were also measured within a relatively short timeframe after the 
conclusion of the trial program. For some participants, they were not yet fully established within 
their adult roles, and therefore participation and performance of activities associated with these 
roles potentially was premature.  
 
The lack of observed change in independence may also be the result of this being a therapist led 
goal. With a trend in the general community for young people to remain within the family home for 
longer, the priority placed on the attainment of skills related to adulthood during adolescence has 
decreased (Young, 2011). Strategies whereby therapists guide the young person to identify 
appropriate goals are referred to in the literature as therapist led goal setting (Leach, Cornwell, 
Fleming, & Haines, 2010). While still strongly valuing collaboration, a therapist led approach 
utilises findings from assessment (e.g., outcomes on independence measures) and education 
(regarding expectations and service availability for adults) to identify and negotiate relevant goals. 
As therapists identified independence skills as a goal for transition, based on anticipated future need 
rather than the young person’s current need, the question arises as to whether this impacted on the 
young person’s motivation and ability to engage in the activities required to develop these skills. 
Ongoing investigation regarding the impact of patient readiness with respect to attaining living 
skills is required.  
 
Finally there is a question as to whether the lack of significant change in level of independence was 
the result of the limited sample size. With only 19 young people participants, this may have been an 
underpowered study. 
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Another marker of the effectiveness of the transition program was connected to the change in 
awareness and knowledge of the services available to adults after transition. Again, participation in 
the transition program did not produce significant changes in self reported awareness of these 
services. Reasons for this lack of change can be speculated.  
 
The cohort of young people who participated in the transition program did not identify many issues 
for which they required support, post- Year 12 graduation. Therefore during the transition program, 
to avoid overwhelming families with information that was not relevant to their needs, all of the 
available services for adults (such as day respite, employment, study support services) were not 
discussed unless relevant to the individual. Therefore parents/caregivers may not have identified an 
increased awareness of available services but this was because they did not require this information. 
Families were nevertheless provided with a contact organisation that could provide this information 
at a later date should it be required.  
 
The evaluation tool used to measure change in knowledge for both the young people and their 
parents/caregivers was a study specific measure developed involving self report levels of 
knowledge on specific topic areas. This tool was not piloted prior to use in this study and therefore 
potentially was not sensitive and valid in measuring a change in a person’s awareness of services. 
On a more formal measure of information provision, namely the MPOC 20, parents/caregivers 
indicated they received a high level of general and specific information related to their young 
person. 
 
Another school of thought relevant to these findings is that information may not be absorbed by 
people until the point of need (McKenna & Tooth, 2006). As project timeframes influenced the 
point of transfer, program evaluation occurred prior to the young people being fully established 
within their post- school plan. Therefore families may not have been receptive to information 
related to services, as it was not yet required. This reinforces the need for young people to have 
access to post- transfer care while they are becoming established within their next life phase, to 
ensure they have access to this information.  
 
A specifically designed information package for young people with ABI was used to communicate 
information relating to transition of the young person. These packages were evaluated by the young 
person and their parent/caregiver as a helpful resource. During the evaluation, the timing at which 
this package was provided was not considered by the young person or the parent/caregiver. This 
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package was provided towards the conclusion of the transition program, not in keeping with the 
intended timeframe articulated in the program design. This was due to this package being delayed 
for approved use through the media and communications department of the hospital. These delays 
were the result of formatting and design elements rather than content. This raises the question of 
what implications this had on the young person’s and parent/caregiver’s awareness and knowledge 
of the services available to them, as this information package presented some of this information. 
Potentially, greater change in the young person’s and or parent/caregiver awareness may have 
occurred if this information package had been available for use earlier in the transition program 
trial. 
  
 The transition program was described by the families as very client-centred. Results from both a 
formal measure of client-centred care and the interviews indicated that they felt valued and included 
in the transition process. They recognised that utilising a transition coordinator facilitated the 
overall coordination and flow of services. There were two overarching concerns identified by 
families and young people in their evaluation of the transition service, which impacted negatively 
on the transition experience. First, was the lack of consistency between the different departments in 
the children’s hospital, in relation to their transition principles and processes. While the majority of 
hospital departments are advised that they should not provide a service to young people beyond 
high school, some departments, due to the lack of adult services, do not transition their young 
person’s medical care to an alternative service, and continue to provide service to young people into 
their 20s. Therefore, parents were given inconsistent information regarding where they should 
access services for their young person’s health care needs. Changes to this situation however, 
cannot be addressed at the department or hospital level alone, and would require greater systematic 
changes. 
 
The second concern identified as negatively impacting on the transition experience was again 
outside the realm of the implementations site’s influence. It was reported that consumers 
experienced frustration regarding the processes involved in accessing other community services. 
Navigating the process to access supported employment, which changed part way through the 
transition program, was reported as difficult and often the young people ‘fell through the gaps’. It 
appeared that they often required more support than employment agencies were funded to provide, 
however they required less support from agencies that were funded to provide high level support. 
For example, one young person did not require a sheltered workshop setting (high level support), 
however required more support than the off-site case management support offered by medium level 
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disability employment agencies. Delays experienced due to the difficulty navigating these processes 
often left consumers feeling disconnected - no longer connected to the education system, but not 
connected into their next life stage either. This strengthens the case for ongoing post- transfer care 
to ensure appropriate connections are made.  
 
One outcome not investigated within this study was the impact of the transition program on the 
anxiety levels of the young person and the family at the time of transition. Chaudhry, Keaton and 
Nasr (2013) evaluated a transition program offered to young people with cystic fibrosis which 
incorporated principles of case management, joint clinics, gradual introduction to the adult service 
and skill development to encourage increased independence and self management of their health 
condition. Findings indicated that while participants reported high levels of satisfaction with the 
transition program, their anxiety about the transition remained high. By comparison, Hankins and 
colleagues (2012) evaluated a transition program provided to young people with sickle cell disease. 
This program involved a meet and greet of the adult health providers, a tour of adult facilities and 
an opportunity to discuss concerns over lunch with paediatric providers. Young people were also 
supported to make their appointment with the adult provider through a case manager. Findings in 
this evaluation indicated a decrease in anxiety levels of the young people regarding the transition. 
Given the differences between these population groups, it would be interesting to ascertain if the 
psychosocial support offered to young people with ABI and their families, within this transition 
program, was adequate to decrease anxiety felt during the process. 
 
From a service perspective, the transition program was described as beneficial. The evaluation 
provided an understanding of the clinical resources required to maintain this program. Information 
such as this is perceived as valuable in the evaluation of clinical programs as, when incorporated 
with the clinical outcomes of the program, it provides a means of justifying the resource allocation 
for the transition program. Allocation of sufficient resources has been identified as a threat to 
transition programs globally. Within a descriptive article presented by Carrizosa and colleagues 
(2014) transitional care models used within five different countries were presented. While no 
formal evaluations of these programs were conducted, the authors reflected that resources were 
required to maintain the needed case management, joint clinics, and interagency collaboration 
within transition programs and therefore the program required support at a management level. 
Nieboer and colleagues (2014) and Woodward and colleagues (2012) also emphasised the need to 
maintain transition as a priority area for resource assignment at a service management level. Similar 
to Study 2, Woodward and colleagues (2012) attempted to evaluate transition outcomes for young 
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people, however as their focus was on providing a generic transition program for a variety of health 
conditions, their evaluation was medically focused measuring health status, functional 
independence and health care needs. They have subsequently used this information to advocate for 
adequate resources for their program at a service management level. They have utilised these 
resources for case management services, provision of support for families, increased staff and the 
provision of training for staff. This article highlighted the needs for objective and descriptive data 
surrounding transitional care programs, like the data presented within this thesis, to support the 
provision of appropriate resources to continue to run this program. 
 
Feedback from young people and the parents/caregivers in Study 2, indicated that many of the 
components of the transition program were important to include in future programs. From the 
perspective of parents/caregivers, maintaining access to the transition coordinator, the information 
package and support from the social worker were considered necessary. By comparison, young 
people placed importance on maintaining support for the referral processes to ongoing medical 
services and inter-agency collaboration. As most transitional care research studies have not reported 
on specific elements of their transition program (Chaudhry et al., 2013; Grant & Pan, 2011; 
Hankins et al., 2012; Woodward et al., 2012) it is difficult to compare these findings with other 
effective transition programs. However the findings of Study 2 provide greater insights into the 
perceptions of what is needed for effective transition for people with ABI.  
 
8.8 Conclusion 
A transition program for young people with ABI was trialled in a paediatric rehabilitation service 
with 19 young people and their families. Results indicated participant satisfaction with the 
transition program however minimal change was demonstrated regarding improving the young 
person’s awareness of adult services and their independence in activities required during adulthood. 
Key elements of the transition program were evaluated and components such as family support, 
independent living skills training, the use of a transition coordinator and interagency collaboration 
were identified as important to be included in the future implementation of this service. Measures of 
clinical resources required to implement the transition program indicated a large variation of 
support required between patients with ABI transitioning, however such data may be helpful in 
service planning. Paediatric service clinicians perceived benefits for the ongoing implementation of 
the transition program within the rehabilitation service. 
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Chapter 9: Discussion 
 
This thesis comprised two distinct research studies, which together aimed to explore the needs of 
young people with ABI as they transition from paediatric rehabilitation to adulthood. Specifically 
the question was posed, does participation in a formal transition program support young people 
with ABI and their families as they exit paediatric rehabilitation services and access adult services 
in order to engage with and participate in roles associated with adulthood?  In this chapter, findings 
from these studies are explored with respect to how they extend current understanding of the 
transition process for young people with ABI. Findings are contextualised within a theoretical 
model specific to young people with ABI, based on the generic transition model proposed by Betz 
and colleagues (2014) described in Chapter 2. The clinical implications of a formal transition 
program for young people with ABI are then viewed in terms of implementation within a health 
care service setting. Finally, study limitations and areas for future research are explored. 
 
Prior to elaborating on findings, three case examples are presented which bring to life the 
experiences of young people with ABI during this often challenging time of transition. These 
examples are drawn from participants of study 2, chosen as they demonstrate the diversity of young 
people with ABI who participated in the transition program. 
 
9.1 Case Illustrations 
9.1.1 Gail. 
Gail was a 17 year old girl who lived with her mother and attended a local high school, where she 
participated in a modified program within a mainstream classroom. At 12 years of age, Gail was 
diagnosed with a medulla blastoma, and developed subsequent posterior fossa syndrome after its 
removal. Functionally, Gail experienced ongoing cognitive difficulties including problems with 
working memory, problem solving, judgement and information processing speed. She had some 
minor physical difficulties with her balance. Fatigue was also a significant problem. Gail was one of 
five children, and while her siblings no longer lived within the family home, they contributed to 
Gail’s care. Her mother also experienced significant health concerns, impacting on her ability to 
care for Gail. Gails F-COPES total score was 94. Gail’s transition goals set with the transition 
coordinator were for her to develop the ability to care for herself and live independently, to gain 
employment in retail, and to explore options for studying fashion design. Gail received 42 hrs of 
support from the transition coordinator throughout the transition program, enabling her goals to be 
addressed by community access and independent living skill training. Vocational exploration, 
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facilitation of enrolment in further study options, and facilitated referral to an employment agency 
for vocational skill training and support was also provided. Gail’s medical care was managed 
through her GP, with ongoing monitoring received through her oncologist as per his protocol. The 
transition coordinator verified that continuing arrangements for these health services were in place. 
Gail and her mother both reported a high level of satisfaction with the transition service.  
 
9.1.2 Kate. 
Kate was a 17 year old girl who lived with her parents and younger brother. At 16 years of age, she 
was hit by a car and sustained a moderate traumatic brain injury. Kate was left with minimal 
functional difficulties following her injury and proceeded to progress well academically. Within her 
transition program, her goals were to obtain a part time job and make a successful transition into 
university. Intervention from the transition coordinator was minimal, involving an initial 
consultation where goals were developed and abilities in independent living skills assessed. Kate 
was assessed to be independent with respect to these skills and the family felt confident in their 
ability to progress her towards her goals without significant support. They declined support from a 
social worker. Kate graduated from high-school receiving the grades required for her university 
course entry. She obtained a part time position at a local retail store without support. She 
maintained her relationship with her GP and did not require any further rehabilitation or specialist 
medical support. 
 
9.1.3 Charles. 
Charles was an 18 year old man who had sustained a severe brain injury at three years of age from a 
motor vehicle accident. Charles had significant physical, intellectual and communication 
impairment. Charles F-COPES total score was 6. Charles’ and his father Herbert’s transition goal 
was to establish new relationships with adult health and community care service providers. This 
was identified through the transition coordinator interviewing the parent. In the initial assessment 
Herbert’s significant anxiety and his decreased willingness to engage with alternative service 
providers were noted. Herbert had a history of becoming aggressive towards health care 
professionals when he felt anxious and overwhelmed. Intervention from the transition coordinator 
involved establishing a trusting relationship with Herbert and finding appropriate adult services to 
meet Charles’ ongoing needs, including both health and respite options. Facilitated referral with 
joint clinical appointments was used.  After graduating high school, Charles remained 
predominantly in the family home. His father took him out into the community 3-4 times a week. 
Herbert declined respite services. Medically, Herbert continued to coordinate Charles’ various 
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specialist appointments and sought support as required. Speciality support services included: the GP 
to manage general health, a rehabilitation specialist to manage spasticity, a gastroenterologist to 
manage his PEG feeds and food intolerances, and a neurologist to mange his seizures. Through 
Herbert’s successful coordination after the transition program, Charles had not required a medical 
admission since discharge from paediatric services. During the evaluation, Herbert identified that 
the facilitated referral to adult services was beneficial. 
 
The above scenarios describe three young people, all with an ABI, who transitioned from paediatric 
rehabilitation services into adult services and community participation. All had different goals, 
capacities, family and environmental contexts. The continuous theme throughout this thesis, 
highlighted by these vignettes, is that transition is a complex and unique process for young people 
with brain injury and while generic transition programs could address some of the core elements of 
transition to adult health care, these programs are potentially inadequate to meet all of their 
transition needs. The first and third case scenarios had more complex transition needs and required 
carefully designed, individualised interventions by the transition coordinator, whilst the second 
scenario involved a more streamlined process of assessment and monitoring with minimal support. 
For Gail, the risk of not having a tailored transition program was that she may not have identified an 
appropriate path to employment, remained in supportive accommodation and not accessing 
opportunities to develop skills required for independent living. For Charles, the risks were 
associated with his ongoing health care needs not being met within the adult environment. Without 
facilitated referrals, Charles and his father may not have engaged with the adult service providers, 
which could have resulted in a deterioration of Charles health and possible hospitalisation.  
 
9.2 Theoretical Domains of Transition for Young People with ABI 
Theoretical models propose that transition is a complex process, in which many factors interact to 
influence a young person and his/her family in the transition to adulthood (Betz et al., 2014). There 
is limited understanding, however, about how interactions amongst these factors impact the 
transition experience (Betz et al., 2014). Without this clear understanding, clinicians, researchers 
and policy makers struggle to develop and implement appropriate transition support for young 
people with special health care needs. Betz and colleagues (2014) discouraged focus being placed 
upon disease specific transition programs, concerned that they have limited capacity to be 
generalised to a wider population. It has been argued, nevertheless, that the unique interplay among 
some of these factors is in fact disease specific and therefore warrants a more focused approach 
(Schwartz, Tuchman, Hobbie, & Ginsberg, 2011; Van Gundy & Rebellon, 2010). The aim of this 
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thesis was to explore the complexities associated with transition for young people with ABI, and 
compare these to the issues reported in the wider transition literature for young people both with 
and without special health care needs. It was anticipated that this information could assist in the 
development of a transition program for people with ABI, which would target and specifically 
address their unique needs (Betz et al., 2014; Schwartz et al., 2011). An appreciation of the needs of 
young people with ABI was obtained in the findings from the first study reported in this thesis: The 
needs analysis. 
 
Study 1 was exploratory in nature in order to begin to understand the complex nature of transition 
for people with ABI. It was from this information, that a transitional care program was developed 
for young people with ABI. While the results of the needs analysis are presented in Chapter 4 and 
discussed in Chapters 5 and 6, in this chapter these findings are revisited and interpreted in the 
context of the transitional care model proposed by Betz and colleagues (2014), published after the 
evaluation of the proposed transition program. 
 
Stakeholder participants in Study 1 provided insights into the complexities experienced by young 
people with ABI at the time of transition. These complexities arise from the variation and 
interaction experienced within the different contextual domains that surround the young person with 
ABI. The contextual domains found within Study 1 included the individual domain, the family and 
social support domain, the environmental domain and the health care domain. These are consistent 
with the domains proposed by Betz and colleagues (2014) for transitional care. Within each of these 
domains there are many factors, which may be unique to the individual and influence the young 
person during transition. Within this chapter, the factors associated with each of the domains, and 
the variation that occurs within these are first described, followed by reflections on how interactions 
between these domains potentially impact upon the transition process and community participation 
during young adulthood.  
 
9.2.1 Individual domain. 
Within the individual domain, Betz and colleagues (2014) identified factors such as demographic 
characteristics, disease characteristics, progression and management and personality processes as 
contributors to the complexity of transition. Demographic characteristics such as socioeconomic 
status and education level varied among the young people with ABI in Study 1, with some 
completing modified education programs while others completed mainstream education.  
 
 180 
Disease characteristics such as age of injury, type of injury and the impairment outcomes associated 
with injury also differed among the young people with ABI in Study 1. These characteristics 
impacted upon their capacity to participate in the roles associated with adulthood. Of particular note 
were the difficulties people with ABI experienced in relation to the cognitive and communication 
areas of performance. Cognition influences the young person’s capacity to complete tasks 
independently, and communication influences their engagement with other people within the 
community (Anderson & Catroppa, 2005; Broman & Michel, 1995). Young people with ABI also 
experience latent effects whereby their functional capacity plateaus, while expectations and 
requirements for participation in adult life roles increase (Anderson et al., 2011).  
 
For people with ABI, disease progression is unique to the individual. In general, ABI occurs at a 
specific time and does not, unless another injury occurs, result in an ongoing deteriorating disease 
process (Broman & Michel, 1995). However, for those who acquire physical impairments as a 
result of their brain injury, musculoskeletal integrity has the potential for deterioration (Ghai, Garg, 
Hooda, & Gupta, 2013). From a medical management perspective, ongoing management of 
spasticity and musculoskeletal integrity is important to maintain physical capacity. The 
management approach, for example medications used, splinting, casting, and other therapy 
techniques, however is unique to the individual and his/her physical presentation (Ghai, Garg, 
Hooda, & Gupta, 2013). Exposure to health related behaviours during childhood, and exposure to 
role modelling for healthy living practices also impacts upon long term health outcomes for the 
individual (Halfon, Larson, Lu, Tullis, & Russ, 2014). For the young people in Study 1, a range of 
health care needs were identified, some of which required specialist management (e.g., spasticity), 
while others only required intermittent support for common health conditions (e.g., cold and flu 
management). 
 
Personality factors, another individual domain factor, also impacts on a person’s participation. 
While personal preferences and choice are not specific to young people with ABI, they may 
experience injury specific difficulties with self-awareness, motivation and self-initiation (Grafman 
& Salazar, 2015).   
 
The young person’s developmental stage of adolescence also falls within the individual domain of 
the model proposed by Betz and colleagues (2014). Factors relevant to this stage, such as 
willingness to engage with support services (Wilson & Deane, 2001), potential conflict within 
family relationships (Keenan et al., 2013)  and risk taking behaviour (MacPherson et al., 2011), 
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again while not specific to young people with ABI, are more complicated when interwoven with 
impairments of executive functions. Some of the young people and their families within Study 1 
reported that dis-entangling behaviours that were related to ABI as opposed to adolescence in 
general was not easily achieved.  
 
9.2.2 Family domain. 
From Study 1, a greater understanding was gained into the influence that families have on the 
transition processes for young people with ABI. Family culture and attitudes towards the young 
person with respect to gaining independence influenced the family’s willingness to engage in 
discussions regarding the transition to adulthood (Ponsford, Sloan & Snow, 2012). Accepting 
changes in role responsibilities, knowing how to provide young people with the opportunity to 
make a gradual shift towards independence, while not unique to families of young people with ABI 
(Reid et al., 2011), was reported as challenging. The extent to which this manifested depended on 
individual family circumstances. 
 
Consistent with findings presented from other transitional care research, parents/caregivers of 
young people with ABI in Study 1 experienced a heightened sense of emotion around the time of 
transition (Osterkamp et al., 2013; van Staa et al., 2011). Grief was experienced, not just with 
respect to the changes that occurred in the role of a parent, but also with respect to the changes that 
occurred within other relationships. Parents reported sadness over losing connection with 
professionals in the children’s services who had for a long time played an integral part in the care of 
their young person.  
 
Families’ access to support networks, both informal and formal, was identified as influencing the 
transition experience. Again while not specific to young people with ABI, families’ support 
networks, access to financial resources, and emotional and psychological health of parents all 
influenced their capacity to provide ongoing support to their young person. 
 
Within the model developed by Betz and colleagues (2014), family support was described as the 
support provided by parents for the young person with their disease management process, health 
care routines, interactions with health care providers and making logistical arrangements for health 
appointments. For people with ABI, the level of support needed in each of these health related 
activities appeared to be determined, in part, by the type and severity of their brain injury. However, 
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the level of independence of the young person within these health related tasks, was also found in 
part, to be derived from family culture and expectations. 
  
9.2.3 Environmental domain. 
While the environmental domain was seen to have a significant influence on the participation of 
young people with ABI in adult roles, many variables in this domain are not specific to a disease or 
special health care need. Societal factors such as employment rates, access to welfare, access to 
public transport, and availability of community support services influence all young people with 
special health care needs during the transition process (Schwartz et al., 2011).  
 
Participation within the community is dependent upon community perceptions, knowledge and 
understanding of people with disabilities (Scior, 2011). Participants of Study 1 reported that the 
level of understanding found within the community regarding the specific needs of young people 
with ABI was poor.  
 
Some of the factors found within this domain fall outside the scope of influence of health services.  
Access to public transport is provided by the local council, recreational services and activities are 
provided by non-profit organisations and clubs and respite services are provided by private 
organisations that receive some funding by the government. Each of these services have unique 
process requirements to which they must adhere (Halfon et al., 2014; Moore Hepburn et al., 2015). 
Services typically have specific eligibility criteria and often multiple services compete to access 
finite funding resources. Often, these processes do not align well between the different services and 
government departments.  These differences however can create confusion for the family who often 
find it difficult to navigate the processes and access the services required. Therefore 
recommendations within transition practices include the need for the different agencies to 
collaborate both at the individual client level as well as at a service and government sector level to 
streamline the process for families (Halfon et al., 2014; Moore Hepburn et al., 2015). 
 
9.2.4 Health care system domain. 
The health contexts from which and into which young people with ABI are transitioning can have 
an impact upon the way transition occurs. Consistently identified within both the literature and the 
findings of Study 1, were complexities associated with service culture and resources (Cooley et al., 
2011; Osterkamp et al., 2013). The relative importance placed upon transition within a service 
influenced the execution of transitional care support. Service resources and commitment from 
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higher level service management can also influence the service’s capacity to address the transition 
needs of young people with ABI (Moore Hepburn et al., 2015). Communication between paediatric 
and adult health care services was identified as important within Study 1, however the capacity of 
services to achieve this depended on management support and resources in both services.  
 
The difference between the adult and paediatric models of care was also identified as a healthcare 
system factor impacting upon transition (van Staa et al., 2011). Expectations placed upon the young 
people with ABI and their family within each of the services differed and navigation of these 
differences, given the variation in individual and family capacities, was complex (Christie & Viner, 
2009).  
 
Funding structures for the provision of care is also a health care context domain factor. Activity-
based funding, used within the Australia health care system, is episode based, occurring only when 
face to face interaction with a patient occurs (Solomon, 2014). Often the case management 
requirements of a transitional care program extend beyond typical face-to-face contact with a 
patient upon which service funding is based and therefore compensation for the clinician invested 
time is limited (Moore Hepburn et al., 2015). 
 
The clinical skills required for the transitional care of young people with ABI were identified in 
Study 1 as influencing transition. These skills were perceived as different to those required for the 
treatment of children, and to those possessed by clinicians working in adult services. In particular, 
adult clinicians in Study 1 perceived that their role in the rehabilitation of adults with ABI is to 
restore lost skills rather than to teach a young person with ABI the skills required in adulthood. 
Therefore, within the health care domain, access to appropriately skilled staff and resources for 
training clinical staff, both contributed to the transition experience of young people with ABI 
(Cooley et al., 2001).  
 
9.1.5 Inter-relations between the domains. 
The purpose of Study 1 was to ascertain the current life circumstances of young people with ABI, 
and by doing so, obtain insights into the complex interplay of individual, family, environmental and 
health care domain factors. The young people with ABI in Study 1 remained within the family 
home into their early adulthood and received a variety of financial and practical support from their 
parents. This is consistent with a societal trend found within Australia for people without special 
health care needs (Australian Bureau of Statistics, 2009b) however the reasons for remaining within 
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the family home should be considered. Due to their physical and cognitive impairments, remaining 
within the family home was considered necessary for young people with ABI to receive the needed 
financial and practical support offered within this environment. Therefore this life circumstance is 
connected to the individual domain as well as the family and environmental domain. Family culture 
also impacts on expectations and skill development of the young person during adolescence and 
therefore has a direct influence upon the level of support provided to the young person regardless of 
their functional capacity (Leiter & Waugh, 2009; Mantell, 2010). 
 
Young people with ABI in this study reported financial reasons for remaining within the family 
home, however capacity to earn is directly related to employment. This can be connected to 
individual functional capacity and whether the young person has the cognitive capacity and physical 
skills to gain employment (Stergiou-Kita, Dawson, & Rappolt, 2012). Employment is also 
connected to the social environment, as employment availability, wage rates and support for people 
with disabilities within the work place influence work placement options (Bakken, Obiakor, & 
Ebooks Corporation, 2008). The family domain also relates to place of residence as financial 
resources influence the capacity of the family to provide ongoing support to their young person 
(Furstenberg, 2010; Steketee, 2011).  
 
Within the environmental domain, consideration needs to be given to the limited services available 
to people with ABI, to support living away from parents. Supported accommodation options, which 
provide non-family carers to support people with ABI who experience difficulties in functional 
capacity, to live within the are difficult to access and require access to financial resources (Cornwell 
et al., 2009; Winkler, Farnworth, Sloan, Brown, & Callaway, 2010). If appropriate environmental 
supports were available, such as increased access to supported accommodation, potentially this 
could influence where a young person with ABI may choose to live.  
 
Participation in leisure pursuits is also influenced by both individual and environmental domains. 
Young people with ABI in Study 1 preferred to engage in sedentary activities, not unlike young 
people without special health care needs (Chambers et al., 2009; Kwan et al., 2012; Wagner et al., 
2005). Leisure choices are individual decisions based on preference, physical capacity and/or 
financial capacity (McGuiggan, 1999), all of which fall within the individual domain. However, the 
availability of activities within the community which can accommodate a person’s physical and 
financial limitations is a factor falling within the environmental domain, which also influences 
leisure participation. 
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Participation in productive roles also involves interactions between different domains. Many 
participants in Study 1 had engaged in further study, primarily enrolling in a TAFE level program. 
Young people with ABI described using both the health and education systems to facilitate their 
choice in appropriate further study options. The availability of services to support this process can 
be considered an environmental factor. The young people with ABI varied in their willingness to 
engage with formal disability supports within their new educational environment. This indicates 
that personal preference is another contributing factor within the individual domain. Individual 
capacity to perform the tasks related to learning, and willingness to engage in support services can 
vary between individuals. Encouragement and support to participate in further study provided by 
the family can also vary from person to person. The supports available to the person, firstly in 
indentifying his/her chosen learning environment and program, as well as the support provided 
throughout the duration of the program, is influenced by societal factors such as institutional 
funding, understanding of legislation and service provider scope (Bakken et al., 2008; Katsiyannis, 
Zhan, Landmark, & Reber, 2009). Educational participation therefore can be seen as a complex 
interplay of individual, family and environmental factors. 
 
Young people with ABI from Study 1 were often either engaged in some type of employment or 
were seeking to do so. It was however identified that entering the employment market was 
challenging for these young people. Challenges related to both individual and environmental 
domains. With respect to the individual domain, the capacity to perform skills which would enable 
him or her to obtain and maintain a job, the ability to manage fatigue associated with ABI, and 
personal preferences in career choice were important considerations. From an environmental 
perspective, challenges were reported with respect to the level of understanding within the 
workforce regarding brain injury and the supports offered to people with disabilities. Some young 
people engaged employment agencies in an attempt to manage these challenges, however many 
found that the support offered by the employment agencies was not adequate to address their needs.  
 
9.3 A New Conceptual Model of Transition for Young People with ABI 
The model presented by Betz and colleagues (2014) indicates that successful transition involves the 
development of competencies of adulthood and effective transition into adult health services. While 
it acknowledges that young people participate within environments other than the health care 
setting, for example workplaces and learning institutes, competencies of adulthood refer to the 
young person managing their health behaviours within these environments. The model does not 
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consider competency or participation in other meaningful activity within these environments. 
Potentially, participation in meaningful occupations could be relevant if one takes the view that this 
influences overall health. For people with ABI in the current study, discussions of transit ion were 
broader than just managing health behaviours as an adult.  Transition within this thesis was seen as 
the transfer of the young person from engaging in child appropriate roles and responsibilities within 
their childhood environmental context, to engagement in meaningful adult roles within the 
community, evidence by participation in self care (including health care), productivity, and leisure 
occupations. It was recognised that young people with ABI may never be able to participate 
independently in some or all of the activities associated with these occupations, but engagement 
could be facilitated though access to appropriate supports. It was demonstrated in Study 1 that 
transitioning for a young person with ABI involves the interplay of many factors found within the 
four domains proposed by Betz and colleagues (2014). While many of these factors for young 
people with ABI are synonymous with those experienced by other young people with special health 
care needs, there are some condition specific considerations which impact upon their experience of 
transition. The factors influencing transition for young people with ABI, described above, are 
summarized in Figure 9.1. 
 
The conceptual model in Figure 9.1 recognises the complex interplay between factors in the 
individual, family, environment and health care system domains that impact on the transition 
process. Within these domains there are some factors that are unique to the ABI population, such as 
location of injury and resulting cognitive and communication difficulties, and others which are 
more generic to the population of young people. Prior to this research however, there had been no 
specific documented transition process for people with ABI and therefore no clear understanding of 
how to support this change. Through the information gathered in Study 1, a transition program was 
proposed with the aim of supporting the transition from childhood occupations to adult occupations, 
whilst considering the complex interplay between the different domains. This program is 
represented by the large black arrow. Preliminary findings from Study 2 indicate that the strategies 
used within the transition program, including goal setting, skills training, family support, 
interagency collaboration provided client centred care for young people with ABI, limited change 
with respect to development of independence skills but some small effect changes in levels of 
knowledge regarding transition issues such as awareness of adult services, post school options, and 
employment. This is represented in the figure with equal size boxes for participation in roles of 
childhood and adulthood, which represents equal levels of participation appropriate to this stage of 
development.
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9.4 Clinical Implications  
In this chapter, a theoretical perspective of transitional care for young people with ABI has been 
provided, a transition process use to facilitate transition for young people described, and evaluative 
outcomes that occurred by implementing this program summarised. Further discussions regarding 
the clinical implications of applying this transition program within a health care setting will now be 
presented.  
 
Having ascertained that a condition specific transition program is required for young people with 
ABI, the feasibility of implementing such a program becomes an important clinical consideration. 
In recent times there has been a move towards contextual-based research, acknowledging that 
evidence supporting programs that are not conducted within a real clinical setting (e.g., randomised 
controlled trials) often experience barriers in their translation into practice (Green & Glasgow, 
2006; Kessler & Glasgow, 2011). In contrast, contextual-based research facilitates a greater 
understanding of the interactions between the context and the program (Green & Glasgow, 2006).  
One factor that is considered important when facilitating the implementation of a program into 
practice is a clear understanding of the advantages of the program (Bate, 2004). Study 2 has started 
to explore the effectiveness of a transitional care program for young people with ABI. While no 
single study can determine causality (Green & Glasgow, 2006), findings from Study 2 indicate that 
the transitional care program provided client-centred care and satisfaction for young people with 
ABI.  
 
It is suggested however, that programs which require increased demand for expertise, time, and or 
equipment, are unlikely to be easily adopted into practice, regardless of the level of effectiveness of 
the intervention (Kessler & Glasgow, 2011). The level of clinician knowledge and skill in the 
proposed area of change was identified as an important consideration in the implementation of 
programs in a health service (Bate, 2004). This study identified that transitional care for young 
people with ABI was outside of the typical practice scope of paediatric clinicians, therefore 
dedicated resources need to be provided to enable clinicians’ access to training in this area. 
 
The time requirements for implementing a transitional care program for people with ABI were also 
examined during Study 2. Resources with respect to clinical time varied greatly depending on the 
individual’s needs and transition goals, ranging from a minimum of 7 hrs to a maximum of 42 hrs 
per person throughout the year-long program. These figures however do not include time required 
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for additional administrative or collaboration activities which facilitate the overall implementation 
of the transition program. Nonetheless, utilising a transition coordinator was seen as a highly 
valuable, time efficient method of providing transitional care by the health professional team, as it 
reduced duplication and provided targeted goal directed care. Another benefit was with respect to 
the implementation of a new program into a service. Bate (2004) identified that having a champion 
within the organisation to guide and facilitate change is advantageous in the ongoing adoption and 
assimilation into practice. Within this program, the transition coordinator was actively able to 
assume this role and provided the organisation with the support required to facilitate adaptation to 
change. The transition coordinator was able to liaise with key stakeholders and implement the 
interagency collaboration strategies discussed in Chapter 6. Without the coordinator, the 
interagency collaboration would not have been efficient or as effective. The transition coordinator 
was able to support the evaluation of the program and communicate these findings to people within 
the service. This had the benefit of facilitating the ongoing assimilation of the program into the 
service, by re-emphasising the importance of outcomes achieved by implementing the program into 
the service. The transition coordinator was also able to guide any modifications to the program 
required for ongoing service improvement (Greenhalgh, 2005) to make the implementation of the 
program as seamless and consistent as possible in a real world context. 
 
The transition coordinator within this study had a background in occupational therapy.  Potentially 
this had an impact upon the way that young people and their families received transitional care 
support, especially with clinical intervention provided around skill development and independent 
living skills. Other disciplines, such as nursing and social workers fulfil this role in other transition 
programs (Croweley et al. 2011), however within these studies, there is less emphasis on skills for 
independent living and their skills training is primary health management. Utilising a transition 
coordinator with a background different from occupational therapy in the future implementation of 
the transition program for young people with ABI may have an impact upon the roles and 
responsibilities of the transition coordinator. There was some concern raised with respect to the 
ongoing implementation of the transition program with respect to the reliance on a transition 
coordinator driving the process. The clinicians perceived that there was risk with respect to staff 
turn-over or unavailability which could potentially result in decreased capacity to provide the 
transitional program consistently. 
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Having the transition program designed and implemented within a project, with project specific 
deadlines, may have also contributed to its successful implementation and ongoing assimilation into 
practice. It is suggested that when an intervention is planned in collaboration with key stakeholders, 
their readiness to change is optimised (Bate, 2004; Greenhalgh, 2005). Interventions which have 
specific evaluation targets, and a designated trial period are more easily adopted into practice. 
Programs that have the capacity to be modified depending on these evaluations are also preferred 
(Bate, 2004). The strategy used to design and implement the transition program for young people 
with ABI adopted these principles. Perspectives of all stakeholders were obtained during the 
planning stage. The evaluation methods of the program were identified and findings communicated 
at the conclusion of the project. There was opportunity for modification based on this evaluation for 
the ongoing implementation of the project. Similar methods, such as recruiting involvement from 
key community stakeholders is recommended prior to implementing a transition program for young 
people with ABI in other contexts, as this will facilitate the understanding of the environmental 
domain variables relevant to the context. It will then assist with the individual adaption of the 
program to meet the young person’s needs.  
 
To facilitate the translation of evidence into practice, it is recommended that feasibility studies are 
conducted. Within this evaluation, information regarding the costs associated with the program 
were beneficial (Kessler & Glasgow, 2011). Details of specific ongoing costing may be relevant for 
some health care and environmental contexts, as this information is often pertinent to inform the 
government of the needed support and resources for transitional care programs (Moore Hepburn et 
al., 2015). As already described, there are costs associated with staff training, clinical time required 
to support the young people and their families, and the time required by the transition coordinator to 
complete additional administrative and networking tasks. Additionally, there are costs associated 
with the development of clinical resources. Within this program, informational resources designed 
specifically for young people with ABI within the Queensland context were developed. The 
information provided within these resources needed to be relevant to the environmental context. A 
difficulty with this however is that environmental contexts often change, depending on political and 
societal factors and therefore these resources need to be regularly monitored for their ongoing 
applicability and modifications made as required. Clinicians within the service will need access to 
resources such as time to review the documents, computers to research accurate information and 
printing facilities, to ensure that these packages remain relevant. 
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Finally, the culture within the service also facilitated the adoption of new practices. Organisational 
structure which supports flexibility and change, leadership which is actively involved in advocating 
for innovative service delivery (Bate, 2004), open communication (Phoenix, Rosenbaum, Watson, 
& Camden, 2015) and the availability of resources (staffing, training and clinical tools) have all 
been identified as key attributes to facilitate the implementation of clinical programs (Bate, 2004). 
Transition also needs to be highlighted as an important area of concern by the whole community. 
Leadership both at a direct service level, as well as at a higher management level are needed within 
the hospital and community services. There needs to be a clear understanding and mutual agreement 
regarding which government departments and services are responsible for in respect to transitional 
care and to plan services accordingly (Moore Hepburn et al., 2015).  
 
9.5 Limitations  
When designing and implementing innovative clinical programs, the journey from design, 
implementation and then assimilation is often full of setbacks and unanticipated events (Bate, 
2004), however the value added to clinical practice, when programs are trialled in real life settings 
is substantial (Kessler & Glasgow, 2011). Transitional care research has often been criticised for 
not exploring the interrelationships between individual, environmental and health context domains 
(Betz et al., 2014). While this study attempted to explore these interactions, methods of evaluation 
primarily relied upon responses to questionnaires. The participant response rate, although in 
keeping with response rates typically found within survey methodology (Hall, & Hall, 2005), was 
relatively small (21%), and may have impacted upon the representation of perspectives provided by 
the young people with ABI and their family members. Study 1 was designed to be exploratory in 
nature, with the intention of allowing the participants to identify issues relevant to people with ABI. 
This resulted in some people identifying issues that others did not, indicating that there are many 
individual factors within transition. Due to funding limitations, the project did not have the capacity 
to return to participants and investigate if the issues spontaneously raised by some participants were 
also issues for other participants who did not initially raise them as concerns. Therefore the 
frequency and intensity of issues for young people with ABI may not have been adequately 
appreciated (DiCicco-Bloom, DiCicco-Bloom, & Crabtree, 2006).  
 
The context in which this project occurred also had significant implications for the development 
and implementation of the transition program for young people with ABI. Of particular note, this 
context impacted upon: 1) the timing that transition occurred; as the service dictated when this 
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would happen regardless of when the young person was developmentally ready, 2) the length of 
time that the program was implemented prior to evaluation; as funding and resource requirements 
dictated that the program be implemented in a shortened format, and 3) the implementation and use 
of resources required within the transition program; as the clinical use of information packages was 
delayed due to hospital processes. While it is acknowledged that these contextual elements often 
occur in “real-world” research (Kessler & Glasgow, 2011) the influence of these factors on the 
overall success of the transition program is difficult to ascertain.  
 
Participants within the transition program were self-selecting, as all young people with ABI of 
transition age offered the program but participation was voluntary. It is uncertain if the people 
participating in this study had an increased interest and investment in participating in and evaluating 
this program, which may have biased the outcomes. Transitional care research has also been 
criticised in its attempts at evaluation, for not having a consistent and reliable definition of 
transition and therefore no clear outcome measure (Schwartz et al., 2011). Questions remain such 
as, how can successful transition be measured? What defines transition success? And is this 
consistent across all settings and all people with differing health care needs? Within this study 
successful transition was defined in terms of overall satisfaction with the transition program, and an 
increase in knowledge and skills for young people with ABI and their families. This was measured 
primarily through self report measures, most of which were designed specifically for this study. 
Qualitative information was obtained through semi-structured interviews. A potential modification 
to future research may include using open ended questions in the questionnaire. These author-
developed measures did not show significant change over time and therefore the question arises 
regarding their sensitivity to change. However, they were developed in attempt to accommodate the 
specific environmental and health care context in which this program was being trialled. Given the 
contextual nature of these tools, the data collected are unlikely to be comparable to other transition 
program evaluations and therefore comparisons of the program’s relative effectiveness against other 
transition programs may not be possible.  Study 2 also had a small sample size with only 21 young 
people who participated in the transition program. There was also no control group hence it is not 
possible to determine impact against standard care. These participants were all located within the 
one health facility in one metropolitan city in one Australian state.  Therefore findings in this study 
are context based, and further research which involves multi-site trials, including regional and 
remote locations would be important for generalisation.  
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9.6 Future Research 
Findings from this thesis mark the start of the exploration of the transitional care needs of young 
people with ABI as they move into adulthood. Utilising a conceptual framework, this work has 
started to explain some of the complex interactions that occur between the individual, family, 
environment and health care services and how these influence transition. Further exploration, 
targeting specific variables within these domains is required to gain greater understanding about 
how these interact and impact upon the successful transition of young people into adulthood. 
Understanding factors which may facilitate transition, such as having access to career counselling 
and work programs in schools, and having access to insurance funding which enables access to 
wider variety of leisure and educational options, may influence the way transitional care is provided 
to other young people. This study did not aim to explore the characteristics of those young people 
and their parents/caregivers who chose not to engage with the transition program. This would be 
explored in future research to minimise the risk of young people falling through the gap at the time 
of transition. 
 
With respect to the program specifically designed and trialled within this thesis there are still many 
unexplored questions. Knowledge around appropriate, timely information provision that makes 
significant improvement in a young person’s knowledge regarding transitional care is still required 
and further evaluation regarding the information package, the timing of its use and alternative 
methods of information delivery should be explored. 
 
Methods of facilitating young people with ABI in attaining skills required for independent living 
also needs to be explored further, as it was identified that this was difficult to achieve with respect 
to timing and the interest of clients within a paediatric facility. Further research with larger sample 
sizes may allow exploration into the characteristies of the young people, family and transition 
program characteristics which increase the potential for positive change. Potentially the concept of 
young adult clinics, for young people aged 18-25, could be developed to fill this service gap that 
extends beyond the age limits of a paediatric service, yet is beyond the capacity and skill set of the 
adult services to provide.  
 
This study did not specifically explore how the provision of the transition program within a health 
care setting (as opposed to a community or school setting) influenced the outcomes of transition for 
the young people with ABI. Services provided to young people with a disability are changing in 
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Australia with the introduction of the National Disability Insurance Scheme. With the pending roll 
out across the country, the question is raised as to whether paediatric health services will be the 
optimal setting to provide transition programs. Potentially community organisations may be better 
placed to provide holistic transitional care support and should be considered within future research. 
 
In addition to independent living skills, vocational exploration may also be considered within this 
environment. With the acknowledgement that transition for young people with ABI is sometimes 
less about health management and more about participation within the community, further 
investigation into assimilating the different government sectors (health, education, community, and 
disability) to provide holistic transitional care and support is required. Support for young people 
with ABI entering the workforce is an area of need for consideration across all sectors, as 
employment is strongly connected to financial and emotional wellbeing which ultimately impacts 
upon health. 
 
Further work is required within transitional care research around defining what successful transition 
is, and how this can be objectively and comprehensively measured. With such measures, greater 
comparisons could be made between different diagnostic groups and better research conducted to 
determine how transitional care programs can be streamlined to facilitate effective and efficient 
service.  
 
9.7 Conclusion 
This thesis aimed to extend existing transitional care research by developing and piloting a 
transition program for young people with ABI. The findings of this thesis add to the literature by 
presenting a conceptual model for the transition care for young people with ABI. Within this model, 
the complex interactions found between individual, family, environmental and health context 
domains were explored, and it was recognised that young people with ABI have unique transitional 
care needs that fall beyond the scope of generic health transition programs. A transition program for 
young people with ABI detailing recommendations of processes and content was designed in light 
of these considerations. This program was developed based on findings gathered from key 
stakeholders through a mixed method research design, which identified pertinent issues related to 
young people with ABI at the time of transition. Through piloting this program in a clinical service 
context, strengths and weaknesses were identified in its implementation. With the dedicated 
resources provided through the research funding, implementation of the transition program for 
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young people with ABI was feasible for the Queensland-based rehabilitation service. Findings in 
this thesis provide a platform for transitional care research for young people with ABI, however 
further exploration is needed regarding the impact of specific contextual and individual factors on 
the transition process. Additionally further investigation is needed regarding if and how learnings 
specific to the ABI population can be applied to other young people with special health care needs. 
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Queensland Paediatric Rehabilitation Service 
Children’s Health Services 
Young Person Information Sheet 
 
Project Title The needs of young people with a childhood onset Acquired Brain Injury, and 
their families, transitioning from Queensland Paediatric Rehabilitation 
Service (QPRS) into Adult Services. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research Conjoint Professor 
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research 
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
Kristie Bell, PhD, QCMRI Research Fellow, Clinical Specialist Dietitian 
Nancy Hoyes, QPRS Service Development Manager 
Introduction 
You are invited to take part in this project. This Participant Information Sheet contains detailed 
information about the project.  Please read this information carefully. You are welcome to ask any 
questions you have about the project.  If you are willing to participate in this project, please sign the 
consent form acknowledging you have read and understood this information. 
Background to Project 
Becoming an adult is an important time in life for all young people. This time however can be a bit 
more stressful for people who have had a head injury during their childhood. Sometimes it is 
helpful to have support from family and services in the community to help you become as 
independent as possible. Here at QPRS/Rehab, once you finish school we encourage you to move 
on from our service and find other places and people who can help you. Since we know change can 
sometimes be tricky, we would like to find out how we can help make this change easier.  
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What is Involved 
To help us make this change easier please complete this survey. It will only take about 20 minutes. It 
asks questions about what it was like to move on to adult services, which places were helpful, and 
what things you needed to know and have to make the move.. 
Included in this information package is the survey. The researcher will contact you in about two 
weeks to complete it with you by phone. Alternatively if you would prefer to complete this 
independent from the researcher you can return the survey by mail in the reply paid envelope. 
 
If the researcher would like to know more details about your experience, they would like to do this 
through a short interview. The interviewer may request to audio record this. This could occur either in 
person or via phone, at the location and time of your choice.  
 
Risk and Discomfort 
No risk or harm will come to you by doing this survey. 
 
Benefits 
The information you give us in this project will be very important in helping us assist other young 
people with a head injury as they leave our service. We also hope to use this information to teach 
other people how we can best help young people as they become adults. 
 
Compensation 
When the survey and/or the interview has been returned completed, a $10 gift voucher will be sent 
as compensation for your time.  
 
Withdrawing from the Study 
Participation in this project is voluntary.  If you don’t want to take part, you don’t have to.  You can 
withdraw from the study at any time without impacting on your relationship with QPRS/Rehab.  
 
Confidentiality 
All information you provide us will remain confidential. Survey forms once returned will be stored 
a secure filing cabinet. Only the researchers will have access to this information. All of your 
identifying information will be removed from the audiotape and transcription of the interviews. 
Information gathered from the project may be published, however identifying data will not be used.  
 
Contact 
The Metro South Health Service District HREC has approved this study. Should you wish to 
discuss the study with someone not directly involved, in particular, any matters concerning policies, 
information about the conduct of the study or your rights as a participant, or you wish to make a 
confidential complaint, at any time, you may contact the Ethics Manager of The Metro South 
Health Service District. This service is located at the Princess Alexandra Hospital. Participants 
wishing to raise any concerns or complaints should contain The Ethics Manager on number 07 3176 
7672 
 
Alternatively if you wish to discuss this specific project with someone within our department, 
separate from the researchers you can discuss this with Louise Cahill, QPRS, Service Development 
Manager, 07 36365400. 
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Consent 
 
I have read and understand the Information Sheet. 
□ I consent to my involvement in this research project 
□ I consent to being contacted by the researcher in future if further descriptions of my 
transition experiences are required. Phone : __________________________ 
□ I consent to having my interview with the researcher audio-recorded 
 
I understand that the information collected from this project will be kept safely in the Department of 
Paediatric Rehabilitation Services. I understand that the researcher has agreed not to reveal any 
personal details if information from this project is published or presented in any public form.  
I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no impact on my relationship with Queensland Paediatric Rehabilitation Services.  
 
I understand that there are no risks associated with this project. 
 
I wish to receive the final outcomes of this study   Yes   /No  
 
email:__________________________________________________________________ 
 
 
 
SIGNATURE 
  
 
Date 
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Queensland Paediatric Rehabilitation Services 
Children’s Health Services 
Caregiver Information Sheet 
 
Project Title The needs of young people with a childhood onset Acquired Brain Injury, and 
their families, transitioning from Queensland Paediatric Rehabilitation 
Service (QPRS) into Adult Services. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research Conjoint Professor 
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research 
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
Kristie Bell, PhD, QCMRI Research Fellow, Clinical Specialist Dietitian 
Nancy Hoyes, QPRS Service Development Manager 
 
Introduction 
You and your young person are invited to take part in this project. This Participant Information 
Sheet contains detailed information about the project.  Please read this information carefully. You 
are welcome to ask any questions you have about the project.  If you are willing to participate in 
this project, please sign the consent form acknowledging you have read and understood this 
information.  
 
Background  
The transition from being a teenager to an adult is an important time in a young person’s life. This 
period of life presents particular challenges for young people with an acquired brain injury and their 
families. At times it can be difficult to achieve independence and often young people might need 
support from family and the community to make a successful transition into the adult world.  
During this time of transition, it is acknowledged that child based services are no longer appropriate 
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to support these young people, however the successful transition into more appropriate adult 
services needs to be done sensitively.  This research project aims to look at how we currently offer 
support to young people and their families during this change and how we could improve this 
service. 
 
What Is Involved For You 
To participate in this research, you will be required to complete one questionnaire discussing your 
experience in transitioning from the services provided by Queensland Paediatric Rehabilitation 
Services (QPRS), to the services within the adult world. Topics discussed include: what type of 
services you accessed post discharge from QPRS and your satisfaction with the referral to these 
services. This questionnaire should take approximately 20 minutes to complete. The researcher will 
contact you by phone two weeks after you receive the questionnaire in the mail and support you in its 
completion. Alternatively if you prefer to complete this questionnaire independently, please do so and 
return it using the reply paid envelope included. 
 
The researchers may also like further descriptive details regarding your transition experiences in order 
to more fully understand your perspectives. If this is the case they would appreciate contacting you to 
conduct a short interview. This interview may be recorded. This could occur either in person or via 
phone, at the location and time of your choice. 
 
What Is Involved For Your Young Person 
Your young person will be asked to complete a questionnaire discussing their experiences 
transitioning from our service (QPRS) into adult based services. We value their opinion and 
perspective on the process of transition and how well they felt they were equipped to make this move. 
The researcher will contact them by phone to help assist them complete this questionnaire. 
Alternatively if they need help, and would prefer that you assist them with the questionnaire, we 
would be grateful if you could support them to fill in the questionnaire and return it in the reply paid 
envelope. This questionnaire should take about 20 minutes to complete.  
 
Risk and Discomfort 
There are no risks for you in participating in this questionnaire. 
 
Benefits 
The results of this study will provide valuable information that will help us to guide the service 
delivery for future QPRS patients transitioning to adult services.  It will also assist us in the 
development of educational resources for patients, families and adult service providers regarding 
the specific issues young people with a childhood onset head injury, and their families face.  
 
Compensation 
Upon the return of the survey and/or completion of the interview a $10 gift voucher will be sent to 
you to compensate you for your time. 
 
Withdrawing from the Project 
Participation in this research is voluntary.  If you don’t want to take part, you don’t have to.  You 
can withdraw your participation from the study at any time without explanation and there will be no 
repercussions from any staff at the QPRS.  
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Confidentiality 
All identifying information collected during this project will remain confidential. Any identifying 
information found within the surveys, audio recordings or transcriptions will be removed. Data will 
be stored with a locked cabinet at QPRS. When the results of the project are presented, no 
identifying information will be included. 
 
Contact 
The Metro South Health Service District HREC has approved this study. Should you wish to 
discuss the study with someone not directly involved, in particular, any matters concerning policies, 
information about the conduct of the study or your rights as a participant or you wish to make a 
confidential complaint, at any time, you may contact the Ethics Manager of The Metro South 
Health Service District. This service is located at the Princess Alexandra Hospital. Participants 
wishing to raise any concerns or complaints should contain The Ethics Manager on number 07 3176 
7672 
 
Alternatively if you wish to discuss this specific project with someone within our department, 
separate from the researchers you can discuss this with Louise Cahill, QPRS, Program Manager,  07 
36365400. 
 
Consent 
I have read and understand the Parent Information Sheet. 
□ I consent to my involvement in this research project 
□ I consent to be contacted in future by the researcher for further explanation of my transition 
experiences.   phone:  _________________________________________ 
□ I consent to participating in a recorded interview with the researcher 
 
I am aware that my young person will also be provided with the opportunity to provide consent to 
participate in this project and that I am able to support this process in as much as my young person 
requires. If my young person declines involvement in this project I am aware that my participation 
in this project is still valuable. 
 
I understand that the data from this project will be kept securely in the Department of Paediatric 
Rehabilitation Services. I understand that the researcher has agreed not to reveal any personal 
details if information from this project is published or presented in any public form.  
 
I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no subsequent effect on my relationship with Queensland Paediatric Rehabilitation 
Services. I understand that there are no risks associated with this project. 
 
I wish to receive the final outcomes of this study   Yes   /No  
 
email:__________________________________________________________________ 
 
SIGNATURE 
 Date  
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Queensland Paediatric Rehabilitation Service 
Children’s Health Services 
QPRS Staff Information Sheet 
 
Project Title The needs of young people with a childhood onset Acquired Brain Injury, and 
their families, transitioning from Queensland Paediatric Rehabilitation 
Service (QPRS) into Adult Services. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research Conjoint Professor 
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research 
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
Kristie Bell, PhD, QCMRI Research Fellow, Clinical Specialist Dietitian 
Nancy Hoyes, QPRS Service Development Manager 
 
Introduction 
This Participant Information Sheet contains detailed information about the project.  Please read this 
information carefully. You are welcome to ask any questions you have about the project.  If you are 
willing to participate in this project, please sign the consent form acknowledging you have read and 
understood this information.  
 
Background to experiment 
An acquired brain injury is defined as any injury that occurs to the brain after a normal neonatal 
period. It is not hereditary, congenital or degenerative. It can be either traumatic, caused by motor 
vehicle accident, fall, sporting accident and the like, or it can be non-traumatic caused by stroke, 
hypoxic/ischemic event, infection or tumour. When this injury occurs during childhood it can often 
have a significant impact on a person’s ability to achieve typical developmental milestones, and 
therefore they often have different needs to those people who experience a head injury during 
adulthood. 
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The transition from being a teenager into an adult is an important time in a young person’s life. This 
period of life presents particular challenges for young people with acquired brain injury and their 
families. These challenges may create barriers in achieving independence and they often need 
support from their family and the community to make a successful transition into the adult world. 
During this time of transition, it is acknowledged that paediatric services are no longer 
developmentally appropriate to support these young people. This research project aims to look at 
how we currently offer support to young people and their families during this change and how we 
could better improve this service. 
 
What is Involved 
Involvement in this project has two components. The first is a questionnaire which will take 
approximately 10 minutes to complete. Secondly, you will be asked to participate in a one hour 
discussion forum to be held in your disciplinary huddles. Topics discussed will include: 
 transition needs of young people with Acquired Brain Injury 
 QPRS process of transitioning young people 
 awareness of adult services 
These forums will be recorded for later transcription and analysis.  Alternatively, if you are 
unavailable to attend this forum but would still like to participate, then alternative arrangements to 
meet with the researcher can be arranged. Participation in both components would be helpful to the 
project, however if you are only able or willing to participate in one of these, then this would still be 
appreciated. 
 
Risk and Discomfort 
There are no additional risks for you in participating in this project over and above that experienced 
in everyday life. The information collected during this forum with be used only with respect to this 
project and will not be used for any other purpose.  
 
Benefits 
The results of this study will provide valuable information that will help us to guide the service 
delivery for QPRS patients transitioning to adult services.  It will also assist us in the development 
of educational resources for QPRS staff, patients, families and adult service providers regarding the 
specific issues young people with a childhood onset head injury, and their families face.  
 
Withdrawing from the Study 
Participation in this research is voluntary.  If you don’t want to take part, you don’t have to.  You 
can withdraw your participation from the study at any time without explanation and there will be no 
penalty for this.  
 
Confidentiality 
All information obtained in connection with this project identifying you will remain confidential. 
Sound recordings and transcript data will be de-identified and stored in locked filing cabinet.  Data 
gathered from the results of the study may be published, however identifying data is not used. 
 
Contact 
The Metro South Health Service District HREC has approved this study. Should you wish to 
discuss the study with someone not directly involved, in particular, any matters concerning policies, 
information about the conduct of the study or your rights as a participant, or you wish to make a 
confidential complaint, at any time, you may contact the Ethics Manager of The Metro South 
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Health Service District. This service is located at the Princess Alexandra Hospital. Participants 
wishing to raise any concerns or complaints should contain The Ethics Manager on number 07 3176 
7672 
 
Alternatively if you wish to discuss this specific project with someone within our department, 
separate from the researchers you can discuss this with Louise Cahill, QPRS, Service Development 
Manager, 36365400 
 
 
Consent 
 
I have read and understand the QPRS Staff Information Sheet. 
□ I consent to participating in the written survey 
□ I consent to participating in the recorded discussion forum 
 
I understand that the data collected within this project will be used only for this project. It will be 
kept securely in the Department of Paediatric Rehabilitation Services. I understand that the 
researcher has agreed not to reveal any personal details if information from this project is published 
or presented in any public form.  
 
I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no subsequent effect on my relationship/employment with Queensland Paediatric 
Rehabilitation Services.  
 
I understand that there are no risks associated with this project. 
 
 
SIGNATURE 
 Date  
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Queensland Paediatric Rehabilitation Service 
Children’s Health Services 
Adult Services Information Sheet 
 
Project Title The needs of young people with a childhood onset Acquired Brain Injury, and 
their families, transitioning from Queensland Paediatric Rehabilitation 
Service (QPRS) into Adult Services. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research Conjoint Professor 
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research 
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
Kristie Bell, PhD, QCMRI Research Fellow, Clinical Specialist Dietitian 
Nancy Hoyes, QPRS Service Development Manager 
 
Introduction 
This Participant Information Sheet contains detailed information about the project.  Please read this 
information carefully. You are welcome to ask any questions you have about the project.  If you are 
willing to participate in this project, please sign the consent form acknowledging you have read and 
understood this information. It is understood that your service is fully aware of the project prior to 
your participation and have provided their consent for this. 
  
Background to the Project 
An acquired brain injury is defined as any injury that occurs to the brain after a normal neonatal 
period. It is not hereditary, congenital or degenerative. It can be either traumatic, caused by motor 
vehicle accident, fall, sporting accident and the like, or it can be non-traumatic caused by stroke, 
hypoxic/ischemic event, infection or tumour. When this injury occurs during childhood, it can often 
have a significant impact on a person’s ability to achieve typical developmental milestones, and 
therefore they often have different needs to those people who experience a head injury during 
adulthood. 
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The Queensland Paediatric Rehabilitation Services (QPRS) is an interdisciplinary service for 
children with an acquired brain injury, that offers a range of programs to assist children maximise 
their function in all areas of life. It is a tertiary level service aiming to deliver intervention programs 
and comprehensive rehabilitation across multiple sites throughout the state.  The service provides 
inpatient, outpatient and outreach services, with the view to reintegrate our patients back into their 
home, school and community.  The multidisciplinary team includes Paediatric Rehabilitation 
Medicine Specialists, Neuropsychology, Music Therapy, Nursing, Nutrition and Dietetics, 
Occupational Therapy, Orthotics and Prosthetics, Physiotherapy, Rehabilitation Engineering, Social 
Work and Speech Pathology.  
 
The long term follow-up of children and adolescents with an acquired brain injury is viewed as 
important as they may have ongoing difficulties that become more apparent as they get older. QPRS 
provides this long term follow-up through multidisciplinary outpatient clinics. The service provides 
support to the young person and their families to address medical, schooling, activities of daily 
living, physical and emotional issues as required. 
 
The transition from being a teenager into an adult is an important time in a young person’s life. This 
period of life presents particular challenges for youth with an acquired brain injury and their 
families. These young people face numerous barriers in achieving independence and they often 
need support from family and the community to make a successful transition into the adult world.  
 
Providing support in the early stages of adulthood is an important factor in maximising independent 
functioning and decreasing long-term dependence in many facets of daily function and therefore 
reducing the long term burden and cost to the community. During this time of transition it is 
acknowledged that paediatric services are no longer appropriate to support these young people, 
however to successfully transition them into more appropriate adult services, it is essential that we 
are knowledgeable about the adult services available.  It is hypothesised, that there are presently 
limited opportunities for paediatric and adult service providers to interact and network to the degree 
required for integrated seamless transfer from paediatric to adult services. 
 
This project aims to look at how we can best support families engage with available adult based 
community services, who can assist them with their ongoing life journey. We aim to do this through 
developing a service delivery model derived from a comprehensive needs analysis of patents, 
families, QPRS staff and adult service providers. 
 
What is Involved 
Involvement in this project has two components. The first is a questionnaire which will take 
approximately 10 minutes to complete. Second to this, you will be asked to participate in a one hour 
discussion forum to be held at your services discussing topics such as: 
 the needs of patients transitioning 
 processes around transition 
 links to paediatric services 
 skills and resources within adult sector 
This discussion forum will be recorded for later transcription and analysis. Alternatively, if you are 
unavailable to attend this forum but would still like to participate, then this discussion can occur over 
the phone with the principle researcher.  
Participation in both components would be helpful to the project, however if you are only able or 
willing to participate in one of these, then this would still be appreciated. 
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Risk & Discomfort 
There are no additional risks for you in participating in this survey over and above that experienced 
in every day life. 
 
Benefits 
The results of this study will provide valuable information that will help us to guide the service 
delivery for future QPRS patients transitioning to adult services.  It will also assist us in the 
development of educational resources for patients, families and adult service providers regarding 
the specific issues young people with a childhood onset head injury, and their families face. 
 
Withdrawing from the Study 
Participation in this project is voluntary.  If you do not wish to take part in this project, there will be 
no negative consequences or damage to the relationship with QPRS.  You can withdraw 
participation from the project at any time without explanation.  
 
Confidentiality 
All identifying information collected during this project will remain confidential. Data will be de-
identified and stored with a locked cabinet at QPRS. When the results of the project are presented, 
no identifying information will be included.  
 
Contact 
The Metro South Health Service District HREC has approved this study. Should you wish to 
discuss the study with someone not directly involved, in particular, any matters concerning policies, 
information about the conduct of the study or your rights as a participant, or you wish to make a 
confidential complaint, at any time, you may contact the Ethics Manager of The Metro South 
Health Service District. This service is located at the Princess Alexandra Hospital. Participants 
wishing to raise any concerns or complaints should contain The Ethics Manager on number 07 3176 
7672 
 
Alternatively if you wish to discuss this specific project with someone within our department, 
separate from the researchers you can discuss this with Louise Cahill, QPRS, Service Development 
Manager, 36365400 
 
Consent 
 
I have read and understand the Adult Services Information Sheet and I consent to participating in 
this project according to the conditions in the Information sheet. I understand that I will be given a 
copy of the Information Sheet to keep. 
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I understand that the data from this project will be kept securely in the Department of Paediatric 
Rehabilitation Services. I understand that the researcher has agreed not to reveal any personal 
details if information from this project is published or presented in any public form.  
I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no subsequent effect on my relationship with Queensland Paediatric Rehabilitation 
Services. I understand that there are no risks associated with this project. 
 
I wish to receive the final outcomes of this study   Yes   /No  
 
email:__________________________________________________________________ 
 
 
 
SIGNATURE 
  
 
Date 
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Queensland Paediatric Rehabilitation Service 
Children’s Health Services 
General Practitioner Information Sheet 
 
Project Title The needs of young people with a childhood onset Acquired Brain Injury, and 
their families, transitioning from Queensland Paediatric Rehabilitation 
Service (QPRS) into Adult Services. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research Conjoint Professor 
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research 
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
Kristie Bell, PhD, QCMRI Research Fellow, Clinical Specialist Dietitian 
Nancy Hoyes, QPRS Service Development Manager 
 
Introduction 
This Participant Information Sheet contains detailed information about the project.  Please read this 
information carefully. You are welcome to ask any questions you have about the project.  If you are 
willing to participate in this project, please sign the consent form acknowledging you have read and 
understood this information. 
 
Background to the Project 
An acquired brain injury is defined as any injury that occurs to the brain after a normal neonatal 
period. It is not hereditary, congenital or degenerative. It can be either traumatic, caused by motor 
vehicle accident, fall, sporting accident and the like, or it can be non-traumatic caused by stroke, 
hypoxic/ischemic event, infection or tumour. 
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The Queensland Paediatric Rehabilitation Services (QPRS) is a interdisciplinary service for 
children with an acquired brain injury, that offers a range of programs to assist children maximise 
their function in all areas of life. It is a tertiary level service aiming to deliver intervention programs 
and comprehensive rehabilitation across multiple sites throughout the state.  The service provides 
inpatient, outpatient and outreach services, with the view to reintegrate our patients back into home, 
school and their community.  The multidisciplinary team includes Paediatric Rehabilitation 
Medicine Specialists, Neuropsychology, Music Therapy, Nursing, Nutrition and Dietetics, 
Occupational Therapy, Orthotics and Prosthetics, Physiotherapy, Rehabilitation Engineering, Social 
Work and Speech Pathology.  
 
The long term follow-up of children with an acquired brain injury is important as they may have 
ongoing difficulties that become more apparent as they get older. These issues may be with respect 
to their medical care, their schooling, their activities of daily living, their physical abilities or their 
emotional wellbeing. QPRS provides this long term follow-up through their multidisciplinary 
outpatient clinics.  
 
The transition from being a teenager into an adult is an important time in a young person life. This 
period of life presents particular challenges for young people with an acquired brain injury as they 
face numerous barriers in achieving independence. Often, they need support from their family and 
the community to make a successful transition into the adult world.  
 
Providing support in the early stages of adulthood is an important factor in maximising independent 
functioning. This will decrease long-term dependence, thereby reducing long term burden and cost 
to their families and the community. During this time of transition, it is acknowledged that 
paediatric services are no longer developmentally appropriate to support these young people, 
however to successfully transition them into more appropriate adult services, it is essential that we 
are knowledgeable about the adult services available.  
 
This project aims to look at how we can best support families engage with available adult based 
community services, which can assist them with their ongoing life journey. We are aiming to 
achieve this by developing a service delivery model, derived from a comprehensive needs analysis 
of patients, families, QPRS staff and adult service providers. 
 
What is Involved 
Involvement in this project requires the completion of one questionnaire, via telephone, email or 
written format. This survey will take approximately 10 minutes to complete.  
 
Risk & Discomfort 
There are no additional risks for you in participating in this survey over and above that experienced 
in every day life. 
 
Benefits 
The results of this study will provide valuable information that will help us to guide the service 
delivery for future QPRS patients transitioning to adult services.  It will also assist us in the 
development of educational resources for patients, families and adult service providers regarding 
the specific issues young people with a childhood onset head injury, and their families face.  
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Withdrawing from the Study 
Participation in this project is voluntary.  If you do not wish to take part in this project, there will be 
no negative consequences or damage to the relationship with QPRS.  You can withdraw 
participation from the project at any time without explanation.  
 
Confidentiality 
All identifying information collected during this project will remain confidential. Data will be de-
identified and stored with a locked cabinet at QPRS. When the results of the project are presented, 
no identifying information will be included.  
 
Contact 
The Metro South Health Service District HREC has approved this study. Should you wish to 
discuss the study with someone not directly involved, in particular, any matters concerning policies, 
information about the conduct of the study or your rights as a participant, or you wish to make a 
confidential complaint, at any time, you may contact the Ethics Manager of The Metro South 
Health Service District. This service is located at the Princess Alexandra Hospital. Participants 
wishing to raise any concerns or complaints should contain The Ethics Manager on number 07 3176 
7672 
 
Alternatively if you wish to discuss this specific project with someone within our department, 
separate from the researchers you can discuss this with Louise Cahill, QPRS, Project Manager, 
36365400. 
 
Consent 
I have read and understand the General Practitioner Information Sheet and I consent to participating 
in this project according to the conditions in the Information sheet. I understand that I will be given 
a copy of the Information Sheet to keep. I understand that the data from this project will be kept 
securely in the Department of Paediatric Rehabilitation Services. I understand that the researcher 
has agreed not to reveal any personal details if information from this project is published or 
presented in any public form.  
 
I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no subsequent effect on my relationship with Queensland Paediatric Rehabilitation 
Services.  I understand that there are no risks associated with this project. 
 
I wish to receive the final outcomes of this study   Yes   /No  
 
SIGNATURE 
  
 
Date 
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Appendix 6: Study 1 - Young Person's Questionnaire 
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THE NEEDS OF YOUNG PEOPLE WITH A CHILDHOOD ONSET ACQUIRED BRAIN 
INJURY, AND THEIR FAMILIES, TRANSITIONING FROM QUEENSLAND 
PAEDIATRIC REHABILITATION SERVICE (QPRS) INTO ADULT SERVICES. 
 
Young Person’s Questionnaire 
 
Transition is a time of change, where people move from one life stage into another. One key area of 
transition is the time of life when young people graduate from high school and become an adult.  At 
this time of this transition, the hospital expects that you to stop seeing the children’s hospital and 
start seeing services in the adult world. These adult service may or may not be hospital and health 
related.  
 
 Please complete the following survey. 
 
The following questions are about you now… 
1. Where do you live? 
□ By yourself 
□ With friends 
□ With Family  
□ In supported accommodation 
□ Other ______________________________ 
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2. What is your current work situation? 
□ Working full time 
□ Working part time  
□ In Supported employment   
□ Actively seeking employment (submitting applications, attending interviews) 
□ Not currently interested in working (able to work but have not applied for a 
job in the last 3 months) 
□ Not able to work 
 
3. Are you studying/ attending an education program (TAFE, University, Living skills 
program)? 
□ No                       
□ Yes - Part time       
□ Yes - Full time 
 
4. How important were the following issues for you at the time you left school?  
 
 Not at all 
important 
Slightly 
important 
Neutral Very 
important 
Extremely 
important 
N/A 
Looking after yourself       
Helping you find a job       
Moving out of home       
Managing your money       
Finding fun things to do       
Making and keeping friends       
Safe sex       
Safe Drug and alcohol use       
Driving and getting licence       
Medication management       
Problem solving future life 
changes 
      
Other 
_____________________ 
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5. How helpful were Queensland Paediatric Rehabilitation Service (Rehab) in 
supporting you to address the following issues? 
 
 Not at 
all 
helpful 
Not 
helpful 
Neutral Helpful Very 
helpful 
N/A 
Looking after yourself       
Helping you find a job       
Moving out of home       
Managing your money       
Finding fun things to do       
Making and keeping friends       
Safe sex       
Safe Drug and alcohol use       
Driving and getting licence       
Medication management       
Problem solving future life 
changes 
      
    
6. How helpful was Queensland Paediatric Rehabilitation Service (Rehab) in 
developing your abilities in the following areas? 
 
 Not at 
all 
helpful 
Not 
helpful 
Neutral Helpfu
l 
Very 
helpful 
N/A 
Talking about your head injury       
Knowing when and how to seek 
help from services  
      
Knowing how to find out 
information when faced with a 
problem 
      
Asking questions of adult service 
providers 
      
Setting goals       
Attending appointments without 
your parents 
      
     
7. How important was it that Queensland Paediatric Rehabilitation Service (Rehab) 
helped you when you are finishing up school? 
 
o o o o o 
Not at all 
important 
Slightly 
important 
Neutral Moderatel
y 
important 
Extremely 
important  
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8. How would you rate the amount of service provided by Queensland Paediatric 
Rehabilitation Service (Rehab) gave you at the time of transition? 
□ Too little 
□ Just right 
□ Too much 
 
9. When was the concept of finishing with Queensland Paediatric Rehabilitation Service 
(Rehab) first discussed with you? 
□ Never 
□ Last appointment with the service 
□ During the last few years prior to leaving school (about 16 years old) 
□ Mentioned regularly throughout my years in Queensland Paediatric 
Rehabilitation Service (Rehab) /Rehab 
□ Unsure 
 
10. Were you given enough information about how and why you had to finish coming to 
see Queensland Paediatric Rehabilitation Service (Rehab)? 
□ Yes  
□ No  
□ Unsure 
 
11. How involved, were you in the decision about when you would finish seeing people 
at Queensland Paediatric Rehabilitation Service (Rehab)? 
 
o o o o o 
Not at all 
involved 
Slightly 
involved 
Somewhat 
involved 
Moderately 
involved 
Extremely 
involved 
  
12. Did anyone discuss the adult services that you might require in the future with you? 
□ Yes 
□ No 
□ Unsure  
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13. Which services were you informed about? ( you may tick more then one) 
□ Medical 
□ Therapy services 
□ Employment agencies 
□ Social leisure options 
□ Drug and alcohol services 
□ Family planning 
□ Other __________________________________________ 
 
14. How were you given information about the adult services? ( you may tick multiple) 
□ Was not provided 
□ Provided in written form  
□ Talked about during appointments at Queensland Paediatric Rehabilitation 
Service (Rehab)  
□ Talked about over the phone 
□ Mentioned in the report send to me after my appointments at Queensland 
Paediatric Rehabilitation Service (Rehab) 
□ Via the internet 
□ Unsure  
 
 
15. Who were the people/places that helped you go to adult services after you left 
school? ( you may tick more than one) 
□ Queensland Paediatric Rehabilitation Service (Rehab)  
□ Education/school 
□ Department of Communities: Disability and Care Services Queensland 
□ Other medical department 
□ No assistance received 
□ Other ________________________________________ 
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16. Who was involved in the decision regarding which adult service you should go to? 
 ( you may tick more then one) 
□ Yourself 
□ Your parents/ caregivers 
□ Doctor  
□ Therapists  
□ Other __________________________________ 
 
17. How involved, if at all, were you in deciding where to go? 
 
o o o o o 
Not at all 
involved 
Slightly 
involved 
Somewhat 
involved 
Moderately 
involved 
Extremely 
involved 
  
18. How satisfied were you with the level of involvement you had in deciding what 
adult services you should go to? 
 
o o o o o 
Completel
y 
dissatisfied 
Somewhat 
dissatisfied 
Neither 
satisfied or 
dissatisfied 
Somewhat 
satisfied 
Completel
y satisfied 
   
19. Did Queensland Paediatric Rehabilitation Service (Rehab) provide you with a clear 
understanding of how to get into to the adult services (the referral process)? 
□ Yes  
□ No 
□ unsure 
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20. How did Queensland Paediatric Rehabilitation Service (Rehab) support you to go 
to the adult services? ( you may tick more then one) 
□ Did not assist 
□ Gave contact details 
□ Contacted the service on my behalf 
□ Gave written handover information  
□ Attended an appointment with me 
□ Unsure  
 
21. What type of information did the adult services ask you to provide? ( you may tick 
more than one) 
□ General information about me 
□ Specific current medical information 
□ Specific past medical information 
□ Unsure  
□ Other _____________________________________________ 
 
22. How did the adult services get information about you? ( you may tick more than one) 
□ You provided it 
□ Your parents provided it 
□ Letter from Queensland Paediatric Rehabilitation Service (Rehab)   
□ Phone call from Queensland Paediatric Rehabilitation Service (Rehab) 
□ Email from Queensland Paediatric Rehabilitation Service (Rehab)   
□ Joint appointment with Queensland Paediatric Rehabilitation Service (Rehab)  and 
adult service 
□ Unsure 
□ Other ____________________________________________ 
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23. How would you prefer the adult services get information about you? ( you may tick 
more than one) 
□ You provided it 
□ Your parents provided it 
□ Letter from Queensland Paediatric Rehabilitation Service (Rehab)   
□ Phone call from Queensland Paediatric Rehabilitation Service (Rehab) 
□ Email from Queensland Paediatric Rehabilitation Service (Rehab)   
□ Joint appointment with Queensland Paediatric Rehabilitation Service (Rehab)  and 
adult service 
□ Don’t care 
□ Other ____________________________________________ 
 
24. Did the language used by the adult services differ to that of the children’s services? 
(names of condition, terms used regarding disability and long term outcomes) 
□ No - the language was the same 
□ Some of the medical language was different however I was able to 
understand and tell them my concerns 
□ The adult services used different language about my head injury and this 
made understanding and telling them my concerns difficult 
25. Overall, how would you rate the communication between Queensland Paediatric 
Rehabilitation Service (Rehab) and families at the time of transition? 
 
o o o o o 
Poor Fair Good Very 
good 
Excellent 
   
26. How do you think the communication between Queensland Paediatric 
Rehabilitation Service (Rehab) and families could be improved? 
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27. Did you go to an adult service? 
□ Yes 
□ No 
□ Went once or twice but then stopped going 
 
28. What type of services did you go to? ( you may tick more then one) 
□ Medical 
□ Therapy services 
□ Employment agencies 
□ Social leisure options 
□ Drug and alcohol services 
□ Family planning 
□ Other _______________________________________ 
29. How would you rate the adult services ability to help you? 
 
o o o O o 
Poor Fair Good Very 
good 
Excellent 
   
30. If they had trouble helping you, why do you think this is? ( you may tick more then 
one) 
□ Not enough time 
□ Service is underfunded 
□ They don’t understand my needs or know how to help 
□ Unsure  
□ Other___________________________________________________ 
 
31. Were there services that you needed that you were not able to have? 
□ Yes 
□ No – Go to question 34 
□ Unsure – Go to question 34 
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32. What services were these? 
 
 
 
 
 
33. Why were you not able to get these services? ( you may tick more then one) 
□ No services in my local area 
□ I did not meet the criteria to be accepted into their service 
□ Unable to pay for the service 
□ Other   ____________________________________________ 
 
34. Overall, how satisfied were you with the process of going to adult services? 
 
o o o o o 
Completely 
dissatisfied 
Mostly 
dissatisfied 
Neither 
satisfied or 
dissatisfied 
Mostly 
satisfied 
Completely 
satisfied 
   
35. What were the things that made this move easy? 
 
 
 
 
 
 
 
36. What were the things that made this move difficult? 
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37. What ways could Queensland Paediatric Rehabilitation Service (Rehab) improve 
the move to adult services? 
 
 
 
 
 
 
 
38. Other comments: 
 
 
 
 
 
 
 
Thank you for your time in completing this survey.   
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Appendix 7: Study 1 - Parent/Caregiver's Questionnaire 
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THE NEEDS OF YOUNG PEOPLE WITH A CHILDHOOD ONSET ACQUIRED BRAIN 
INJURY, AND THEIR FAMILIES, TRANSITIONING FROM QUEENSLAND 
PAEDIATRIC REHABILITATION SERVICE (QPRS) INTO ADULT SERVICES. 
 
Caregiver’s Questionnaire 
 
Transition is a time of change, where people move from one life stage into another. One key area of 
transition is the time of life when young people graduate from high school and become an adult.  At 
this time of this transition, the hospital expects that you will stop seeing the children’s hospital and 
start seeing services in the adult world. These adult services may or may not be hospital and health 
related.  
 
The following questions are about you… 
 
1 
 
What is your gender?  
□ male 
□ female 
 
2 What is your age? 
□ 25 and under 
□ 26 – 40 
□ 41 - 55 
□ Over 55 
 
3 What is your relationship with the young person with an acquired brain injury? 
□ Mother 
□ Father 
□ Sibling 
□ Other family member  
□ Guardian  
□ Other _________________________________________ 
 
4 What is your occupation? ____________________________________ 
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The following questions refer to your young person 
 
5 Where do they live? 
□ Independently 
□ With Family  
□ In supported accommodation 
□ Other _________________________________________ 
 
6 Are they studying/ attending an education program (TAFE, University, Living skills 
program)? 
□ No                       
□ Part time 
□ Full time 
 
7 What is their current work situation? 
□ Working full time 
□ Working part time  
□ In Supported employment   
□ Actively seeking employment (submitting applications, attending 
interviews) 
□ Not currently interested in working (able to work but have not applied 
for a job in the last 3 months) 
□ Not able to work 
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8 Please indicate their level of independence in the following areas 
 
 7 
Independent 
6 
Independent 
but safety 
concerns 
5 
Requires 
supervision 
or set-up 
4 
Performs 
75% of 
task 
3 
Performs 
50-75 % 
of task 
2 
Completes 
25-50% of 
task 
1 
Fully 
dependant 
Completes 
< 25% of 
task 
Bathing/dressing        
Toileting/hygiene        
Meal preparation        
Household 
participation 
       
Community 
access 
       
Money 
management 
       
Communicating         
Social/leisure         
 
 
9 
 
How important were the following issues for your young person at the time of transition.  
 
 Not at all 
important 
Slightly 
important 
Neutral Very 
important 
Extremely 
important 
N/A 
Independent living skills       
Employment       
Financial management       
Legal guardian       
Leisure/community 
participation 
      
Relationships       
Driving       
Sexual health       
Drug and alcohol       
Medical management       
Other ________________       
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10 While you and your young person were facing these issues, how helpful was the 
Queensland Paediatric Rehabilitation Service in supporting you to address them? 
 
 Not at 
all 
helpful 
Not 
helpful 
Neutral Helpful Very 
helpful 
N/A 
Independent living skills       
Employment       
Financial management       
Leisure and community 
participation 
      
Relationships       
Sexual health       
Drug and alcohol       
Driving       
Medication management       
Problem solving future life 
changes 
      
       
 
11 How helpful was Queensland Paediatric Rehabilitation Service in developing your 
young person’s abilities in the following areas 
 
 Not at 
all 
helpful 
Not 
helpful 
Neutral Helpful Very 
helpful 
N/A 
Talking about their head injury       
Knowing when/ how to seek help from 
services  
      
Knowing how to find out information 
when faced with a problem 
      
Asking questions of adult service 
providers 
      
Setting goals       
Attending appointments without you        
 
 
12 
 
How important was it that Queensland Paediatric Rehabilitation Service provided a 
service that focused on transition? 
 
o o o o o 
Not at all 
important 
Slightly 
important 
neutral Moderately 
important 
Extremely 
important  
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13 How would you rate the amount of service provided by Queensland Paediatric 
Rehabilitation Service to young people at the time of transition 
□ Too little 
□ Just right 
□ Too much 
 
14 When was the concept of finishing with Queensland Paediatric Rehabilitation Service 
first discussed with you? 
□ Never 
□ Last appointment with the service 
□ During the last few years prior to leaving school 
□ Mentioned regularly throughout my years in Queensland Paediatric 
Rehabilitation Service/Rehab 
□ Unsure  
 
15 Were you given enough information about how and why your young person had to 
finish coming to see Queensland Paediatric Rehabilitation Service? 
□ Yes  
□ No  
□ Unsure 
 
16 How involved, if at all, were you in the decision about when your young person would 
finish seeing people at Queensland Paediatric Rehabilitation Service? 
 
o o o o o 
Not at all 
involved 
Slightly 
involved 
Somewhat 
involved 
Moderately 
involved 
extremely 
involved 
 
17 Did anyone discuss with you the adult services your young person might require in the 
future? 
□ Yes 
□ No 
□ Unsure  
□  
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18 Which services were provided information on? ( you may tick more then one) 
□ Medical 
□ Therapy services 
□ Employment agencies 
□ Social leisure options 
□ Respite/daytime activity 
□ Drug and alcohol services 
□ Family planning 
□ None of these 
□ Other ______________________________________ 
 
19 How was information about the adult services, provided to you? ( you may tick more 
then one) 
□ Provided in written form  
□ Discussed during appointments at Queensland Paediatric Rehabilitation 
Service 
□ Discussed on the phone with Queensland Paediatric Rehabilitation Service 
□ Mentioned in the report we receive after attending Queensland Paediatric 
Rehabilitation Service 
□ Via the internet 
□ Was not provided 
□ Other ____________________________ 
 
20 What, if any, were the services that assisted your young person move into adult service 
after they left school? ( you may tick more then one) 
□ Queensland Paediatric Rehabilitation Service 
□ Education/school 
□ Department of Communities: Disability and Care Services Queensland 
□ Other medical department 
□ No assistance received 
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21 Who was involved in the decisions regarding what adult service your young person 
should go to? ( you may tick more then one) 
□ Yourself 
□ Your young person 
□ Doctor  
□ Therapists  
 
22 How involved, if at all, were you in deciding where your young person was referred 
to? 
 
o o o o o 
Not at all 
involved 
Slightly 
involved 
Somewhat 
involved 
Moderately 
involved 
Extremely 
involved 
 
 
23 
 
How satisfied were you with the level of involvement you had in deciding what adult 
services your young person should go to? 
 
o o o o o 
Completely 
dissatisfied 
Somewhat 
dissatisfied 
Neither 
satisfied or 
dissatisfied 
Somewhat 
satisfied 
Completely 
satisfied 
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24 Did Queensland Paediatric Rehabilitation Service provide you with a clear 
understanding of how to access the adult services (the referral process)? 
□ Yes 
□ No  
□ Unsure 
 
25 How did Queensland Paediatric Rehabilitation Service support you and your young 
person to go to the adult services? ( you may tick more then one) 
□ Did not assist 
□ Provided contact details 
□ Contacted the service on my behalf 
□ Provided written handover information  
□ Attended an appointment with me 
□ Unsure  
 
26 What type of information did the adult services asked you to provide? ( you may tick 
more then one)  
□ General information about my young person 
□ Specific current medical information 
□ Specific past medical information 
□ Other ______________________________________________ 
 
27 How did the adult services get information about your young person? 
□ Your young person provided it 
□ You provided it 
□ Letter from Queensland Paediatric Rehabilitation Service (Rehab)   
□ Phone call from Queensland Paediatric Rehabilitation Service (Rehab) 
□ Email from Queensland Paediatric Rehabilitation Service (Rehab)   
□ Joint appointment with Queensland Paediatric Rehabilitation Service (Rehab)  and 
adult service 
□ Unsure 
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28 How would you prefer the adult services get information about your young person? ( 
you may tick more then one) 
□ Your young person to provide it 
□ You to provided it 
□ Written summary provided by Queensland Paediatric Rehabilitation Service  
□ Phone referral by Queensland Paediatric Rehabilitation Service  
□ Email from Queensland Paediatric Rehabilitation Service  
□ Joint appointment attended by Queensland Paediatric Rehabilitation Service 
□ Other ____________________________________________ 
 
29 Did the language used by the adult services differ to that of the children’s services 
(names of condition, terms used regarding disability and long term outcomes)? 
□ No - the language used was the same  
□ Some was different however we were able to understand and tell them our 
concerns 
□ The adult services used different words about my young persons head injury 
and this made understanding and telling them my concerns difficult 
 
30 
 
Overall, how would you rate the communication between Queensland Paediatric 
Rehabilitation Service and families at the time of transition? 
 
o o o o o 
Poor Fair Good Very 
good 
Excellent 
 
 
31 How do you think the communication between Queensland Paediatric Rehabilitation 
Service and families could be improved? 
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32 Did your young person attend an adult service? 
□ Yes 
□ No 
□ Made initial contact but then decided not to proceed 
 
33 What type of services did you attend? ( you may tick more then one) 
□ Medical 
□ Therapy services 
□ Employment agencies 
□ Social leisure options 
□ Drug and alcohol services 
□ Family planning 
□ Other _________________________ 
 
34 How would you rate the adult services capacity to meet your young person’s needs? 
o o o o o 
Poor Fair Good Very 
good 
Excellent 
     
 
35 If they were unable to meet your young person’s needs, why do you think this is? 
□ Not enough time  
□ Service is under funded 
□ They don’t understand the needs of a person with a childhood onset acquired brain 
injury and therefore don’t know how to help 
□ Unsure  
□ Other___________________________________________________ 
 
36 Were there services that you needed that you were not able to have? 
□ Yes 
□ No – go to question 39 
□ Unsure – go to question 39 
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37 What services were these? 
 
 
 
 
 
 
 
38 
 
Why were you not able to get these services? ( you may tick more then one) 
□ No services in my local area 
□ I did not meet the criteria to be accepted into their service 
□ Unable to pay for the service 
□ Other  
 
39 Overall, how satisfied were you with the process of moving to adult services? 
 
o o o o o 
Completely 
dissatisfied 
Mostly 
dissatisfied 
Neither 
satisfied or 
dissatisfied 
Mostly 
satisfied 
Completely 
satisfied 
    
40 What were the things that made this move easy? 
 
 
 
 
 
  
41 What ways could Queensland Paediatric Rehabilitation Service improve the move to 
adult services? 
 
 
 
 
 Other comments: 
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 Thank you for your time in completing this survey.   
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Appendix 8: Study 1 - Paediatric Clinician's Questionnaire 
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THE NEEDS OF YOUNG PEOPLE WITH A CHILDHOOD ONSET ACQUIRED BRAIN 
INJURY, AND THEIR FAMILIES, TRANSITIONING FROM QUEENSLAND 
PAEDIATRIC REHABILITATION SERVICE (QPRS) INTO ADULT SERVICES. 
 
Paediatric Clinician’s Questionnaire 
 
Transition is a time of change, where people move from one life role into another. One key area of 
transition is the time of life when young people graduate from high school and move from 
adolescence into young adulthood.  At the time of this transition it is expected, from a health service 
perspective, that these young people move out of child based services into adult orientated services. 
It is recognised by Queensland Paediatric Rehabilitation Service that young people with an 
acquired brain injury may or may not need ongoing medical follow-up specific to their condition 
but they may need the support of other adult service organisations to assist them achieve life goals.  
Please complete the following questionnaire. 
 
Your professional background is? 
□ Medical 
□ Physiotherapy 
□ Occupational therapy 
□ Speech Pathology 
□ Social work 
□ Psychology 
□ Nursing 
□ Other _____________________________________________ 
 
How long have you worked for this service? 
□ Less then three months 
□ 3-12 months 
□ 1-5 years 
□ More than 5 years 
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How important are the following issues for a young person with a childhood onset 
acquired brain injury, at the time of transition.  
 
 Not at all 
important 
Slightly 
important 
neutral Very 
important 
Extremely 
important  
N/A 
Independent living skills       
Employment       
Financial management       
Legal guardian       
Leisure and community 
participation 
      
Relationships       
Driving       
Sexual health       
Drug and alcohol       
Medical management       
Other 
_____________________ 
      
 
 
In general, how helpful do you think QPRS is in supporting young people address the 
following transition issues? 
 
 Not at 
all 
helpful 
Not 
helpful 
Neutral Helpful Very 
helpful 
N/A 
Independent living skills       
Employment       
Financial management       
Leisure and community 
participation 
      
Relationships       
Sexual health       
Drug and alcohol       
Driving       
Medication management       
Problem solving future life 
changes 
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How important is it that QPRS, as a service, focuses on transition? 
o o o o o 
Not at all 
important 
Slightly 
important 
Important Moderately 
important 
Extremely 
important  
 
 
Within your current clinical caseload and work task prioritisation, how important is it 
for you to focus on transition? 
o o o o o 
Not at all 
important 
Slightly 
important 
Important Moderately 
important 
Extremely 
important  
 
 
How confident are you in addressing issues of transition with young people and their 
families? 
o o o o o 
Not at all 
confident 
Slightly 
confident 
Somewhat 
confident 
Moderately 
confident 
Extremely 
confident 
 
 
From your perspective who should coordinate the transition process? 
□ Young person                                        □  Families 
□ Doctor                                                   □  Nurse 
□ Social worker                                        □  Neuropsychologist 
□ Occupational therapist                          □ Physiotherapist 
□ Speech pathologist 
□ QPRS staff member who specializes in transition (transition coordinator) 
□ Transition Co-ordinator, generic to Royal Children’s Health Service District, 
separate from QPRS 
□ Other ___________________________________ 
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For which types of young people with an ABI, is a formalised transition process 
important?  (please tick one or more of the following) 
□ Young people with not many residual difficulties 
□ Young people with significant residual difficulties 
□ Young People with complex family and social situations 
□ Young people with complex medical histories 
□ Every young person 
The following questions explore the build up to the time that transition occurs between 
services. 
 
In general, how would you rate the amount of service provided by QPRS to young 
people at the time of transition? 
o o o o o 
Too little  Appropriate 
amount 
 Too much  
 
 
In general, does QPRS explain to a family why they need to transition into adult 
services? 
□ Yes  
□ No  
□ Unsure 
 
When does QPRS start talking about the concept of transition with a family? 
□ Never 
□ Last appointment with the service 
□ During the last few years prior to leaving school (approximately age 16) 
□ Mentioned regularly throughout their years in QPRS 
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Adult services are not the same as children’s services and they require young people to 
be more independent when accessing their service. How helpful do you think QPRS is 
in developing young peoples’ abilities in the following areas? 
 
 Not at 
all 
helpful 
Not 
helpful 
Neutral Helpful Very 
helpful 
Explaining their head injury      
Knowing when and how to seek help 
from services 
     
Knowing how to find out information 
when faced with a problem 
     
Asking questions of adult service 
providers 
     
Setting goals      
Attending appointments without parents      
Being familiar with the language use to 
describe their disability 
     
 
 
How familiar are you with the current adult services available to young people with an 
acquired brain injury? 
 
o O o o o 
Not at all 
familiar 
Slightly 
familiar 
Somewhat 
familiar 
Moderately 
familiar 
Extremely 
familiar 
 
 
When discussing future service options with families, which types of adult services do 
you provide information?  
□ Medical 
□ Therapy services 
□ Employment agencies 
□ Daytime activity/respite options 
□ Social leisure options 
□ Drug and alcohol services 
□ Family planning 
□ Other ________________________________________ 
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In general, how do you provide information to families regarding possible adult 
service options? 
□ Do not provide 
□ Provide in written form 
□ Discuss during appointments at QPRS 
□ Discuss on phone with family 
□ Mention only in the report 
□ Direct them to the internet 
□ Other ________________________________________ 
 
In general, who is involved in deciding which adult service to refer a patient to? 
□ Family 
□ Young person 
□ QPRS doctor  
□ QPRS therapists  
□ Other __________________________________ 
How involved, if at all, are families in deciding where they are referred to? 
 
o o o o o 
Not at all 
involved 
Slightly 
involved 
Somewhat 
involved 
Moderately 
involved 
extremely 
involved 
 
 
The following questions explore the process of referral to adult services 
 
How familiar are you with the referral process of the adult services? 
o o o o o 
Not at all 
familiar 
Slightly 
familiar 
Somewhat 
familiar 
Moderately 
familiar 
Extremely 
familiar 
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How would you rate your effectiveness in explaining the referral process to adult 
services to young people with an ABI and their families? 
o o o o o 
Not at all 
effective 
Slightly 
effective 
Somewhat 
effective 
Moderately 
effective 
Extremely 
effective 
 
 
In general, how do you support the young person during the referral process? 
□ Do not assist 
□ Refer to internet site 
□ Provide service contact details 
□ Contact the service on their behalf 
□ Provide written handover information  
□ Attended a joint appointment  
□ Other ________________________________________ 
 
What type of information do you provide to the adult services regarding the young 
people you refer at the time of transition? 
□ Brief history 
□ Detailed medical and therapeutic history 
□ Current presentation 
□ Other ______________________________________________ 
 
How do you typically provide information to the adult service in which you are 
referring to? 
□ No information provided – allowed young person to provide this 
□ Written letter 
□ Last multidisciplinary clinic report 
□ Phone communication 
□ Email communication 
□ Other _____________________________________________ 
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In general, how do adult services typically communicate the outcome of referral (for 
example – not accepted, accepted)? 
□ No communication received 
□ Letter from the referrer 
□ Email from referrer 
□ Phone call from referrer 
□ Other__________________________ 
 
How satisfied are you with the current transition/referral practices for a young person 
with a childhood onset acquired brain injury? 
 
o o o o o 
Completely 
dissatisfied 
Mostly 
dissatisfied 
Neither 
satisfied or 
dissatisfied 
Mostly 
satisfied 
Completely 
satisfied 
 
 
What barriers do you see to making this a smooth and efficient process? 
 
 
 
 
 
 
 
 
 
How could this process be improved? 
 
 
 
 
 
 
The following questions aim to explore your impressions of the availability of adult services 
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In your opinion, what is the capacity of adult services to meet the needs of a young 
person with a childhood onset acquired brain injury? 
 
o o o o o 
Poor Fair Good Very 
good 
Excellent 
 
 
What do you perceive to be the barriers to meeting these needs? 
□ Lack of time available to provide service 
□ Lack of money available to provide service 
□ Skill base and expertise of adult services are focused in different areas 
□ Other___________________________________________________ 
 
What do you identify as the gaps within the current services provided by the adult 
sector? 
 
 
 
 
 
 
 
The following questions relate to the communication surrounding transition 
 
Overall, how would you rate the communication between QPRS and families at the 
time of transition? 
o o o o o 
Poor Fair Good Very 
good 
Excellent 
 
 
How do you think the communication between QPRS and families could be improved? 
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Overall, how would you rate the communication between children’s and adult 
services? 
o o o o o 
poor fair good Very good excellent 
 
 
In general, how would you rate the importance of maintaining communication links 
between adult and children’s services? 
o o o o o 
Not at all 
important 
Low 
importance 
Important Moderately 
important 
Extremely 
important  
 
 
How do you think the communication link between adult and children’s services could 
be improved? 
 
 
 
 
 
 
Other comments: 
 
 
 
 
 
Thank-you for completing this survey 
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Appendix 9: Study 1 - Adult Services' Questionnaire 
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THE NEEDS OF YOUNG PEOPLE WITH A CHILDHOOD ONSET ACQUIRED BRAIN 
INJURY, AND THEIR FAMILIES, TRANSITIONING FROM QUEENSLAND 
PAEDIATRIC REHABILITATION SERVICE (QPRS) INTO ADULT SERVICES. 
 
Adult Services’ Questionnaire 
 
Transition is a time of change, where people move from one life role into another. One key area of 
transition is the time of life when young people graduate from high school and move from 
adolescence into young adulthood.  At the time of this transition, it is expected from a health service 
perspective, that these young people move out of child based services into adult orientated services.  
 
 Please complete the following questionnaire.  
 
The following questions are about you 
Your professional background is? 
□ Medical Practitioner/ Doctor 
□ Physiotherapy 
□ Occupational therapy 
□ Social work 
□ Psychology 
□ Speech Pathology  
□ Nursing 
□ Other _____________________________________________ 
 
How long have you worked in your current service? 
□ Less then three months 
□ 3-12 months 
□ 1-5 years 
□ More than 5 years 
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How important are the following issues for a young person with a childhood onset 
acquired brain injury, at the time of transition.  
 
 Not at 
all 
import
ant 
Slightl
y 
import
ant 
Neutra
l 
Very 
import
ant 
Extre
mely 
import
ant 
N/A 
Independent living skills       
Employment       
Financial management       
Legal guardian       
Leisure and community 
participation 
      
Relationships       
Driving       
Sexual health       
Drug and alcohol       
Medical management       
Other 
_____________________ 
      
 
 
Within your daily practice, how important do you consider it is, to focus on assisting 
young people with a childhood onset acquired brain injury transition into adult 
services? 
o o O o o 
Not at all 
important 
Slightly 
important 
Important Moderately 
important 
Extremely 
important  
 
 
Within the childhood onset acquired brain injury population, who do you consider 
should be targeted with a formalised transition process ( you may tick more then one)) 
□ Young people with not many residual difficulties 
□ Young people with significant residual difficulties 
□ Young people with complex family and social situations 
□ Young people with complex medical histories 
□ Every young person 
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From your perspective, who should coordinate the transition process: 
□ Young person 
□ Families 
□ Doctor 
□ Child service allied health team 
□ Queensland paediatric rehabilitation service staff member who specializes in 
transition (transition coordinator) 
□ Transition Co-ordinator, generic to Queensland Health, separate to Queensland 
Paediatric Rehabilitation Services, who facilitates all transition regardless of 
diagnosis 
□ Other ___________________________________ 
 
From your experience, how competent in general are young people with a childhood 
onset acquired brain injury at the following skills? 
 
 Not at 
all 
compet
ent 
Somew
hat in-
compet
ent 
Compe
tent 
Somew
hat 
compet
ent 
Very 
compete
nt 
N/A 
Explaining their head injury       
Knowing when and how to 
seek help from services 
      
Knowing how to find out 
information when faced with a 
problem 
      
Asking questions of adult 
service providers 
      
Setting goals       
Attending appointments 
without parents 
      
Being familiar with the 
language use to describe their 
disability 
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Please describe the nature of services your organisation provides? (you may tick more 
then one) 
□ Medical  
□ Assessment  
□ Therapy services 
□ Case management 
□ Information/education only 
□ Other_________________________________ 
 
In your opinion, what is your service’s capacity to meet the needs of a young person 
with a childhood onset acquired brain injury? 
 
o o o o o 
Poor Fair Good Very 
good 
Excellent 
    
What do you perceive, if any, to be the barriers to meeting these needs? ( you may tick 
more then one) 
□ Lack of time available to provide service 
□ Lack of money available to provide service 
□ Skill base and expertise of adult services are focused in different areas 
□ Other___________________________________________________ 
 
How do you provide information to families regarding the types of services you 
provide? ( you may tick more then one) 
□ Written brochure 
□ On phone 
□ Internet 
□ Media advertising 
□ Other__________________________________ 
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Who refers young people with a childhood onset ABI to your service? ( you may tick 
more then one) 
□ Families 
□ The young person themselves 
□ Paediatric health services  
□ Education services 
□ General practitioners 
□ Adult medical specialists 
□ Other  
 
How frequently does your service receive transition referrals from paediatric services? 
□ Never 
□ Occasionally (once per year) 
□ Sometimes (3-5 times per year) 
□ Frequently (greater then 5 referrals per year) 
 
How appropriate are the referrals made by the paediatric services? 
 
o o o o o 
Absolutely 
inappropriate 
Inappropriate Neutral Appropriate Absolutely 
appropriate 
 
From your experience, how familiar are young people/families with a childhood onset 
acquired brain injury in understanding the referral process into your service? 
 
o o o o o 
Not at all 
familiar 
Slightly 
familiar 
Somewhat 
familiar 
Moderately 
familiar 
Extremely 
familiar 
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How did you receive information from Queensland Paediatric Rehabilitation Service 
regarding the young person who was referred? 
□ No information was received  
□ Email 
□ Phone 
□ Written summary 
□ Patient provided own information 
□ Other_____________________________________________ 
 
How appropriate was the amount of information you received from Queensland 
Paediatric Rehabilitation Service about the patient/consumer? 
 
o o o o o 
Absolutely 
Inappropriate 
Inappropriate Neutral Appropriate Absolutely 
Appropriate 
 
 
What type of information would be of benefit to receive from Queensland Paediatric 
Rehabilitation Service at the time of transition? 
□ Nothing, we complete our own information gathering process 
□ Basic medical history 
□ Detailed past medical history 
□ Current presentation 
□ Detailed family and psychosocial history 
□ Other________________________________________________ 
 
How does your service communicate the outcome of the referral (for example – not 
accepted, accepted)? 
□ Letter to the referrer 
□ Phone call to referrer 
□ Email to referrer 
□ Referrer not informed of outcome 
□ Other__________________________ 
 
 281 
 
How satisfied are you with the current transition/referral practices for a young person 
with a childhood onset acquired brain injury? 
 
o o o o o 
Completely 
dissatisfied 
Mostly 
dissatisfied 
Neither 
satisfied or 
dissatisfied 
Mostly 
satisfied 
Completely 
satisfied 
 
 
How could this process be improved? 
 
 
 
 
 
 
From your experience, does the language used by the adult services differ to that of the 
children’s services (names of condition, terms used regarding disability and long term 
outcomes)? 
□ The language used by the adult services was the same as used in children’s 
service 
□ Some of the medical language was different however this does not form a 
barrier for young people accessing help 
□ The adult services uses different words surrounding disability, prognosis and 
this difference has a consequence on the young people accessing help from  
these services 
 
Overall, how would you rate the communication between adult and children’s 
services? 
 
o o o o o 
Poor Fair Good Very 
good 
Excellent 
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In general, how would you rate the importance of maintaining communication links 
with the children’s services? 
 
o o o o o 
Not at all 
important 
Low 
importance 
Important Moderately 
important 
Extremely 
important  
 
 
How do you think the communication between adult and children’s services could be 
improved? 
 
 
 
 
 
 
 
Other comments: 
 
 
 
 
 
 
 
Thank you for your time in completing this survey  
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Appendix 10: Study 1 - General Practitioner's Questionnaire 
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THE NEEDS OF YOUNG PEOPLE WITH A CHILDHOOD ONSET ACQUIRED BRAIN 
INJURY, AND THEIR FAMILIES, TRANSITIONING FROM QUEENSLAND 
PAEDIATRIC REHABILITATION SERVICE (QPRS) INTO ADULT SERVICES. 
 
General Practitioner’s Questionnaire 
 
Please complete the following questionnaire. The questions aim to explore the needs of young 
people, with a childhood onset acquired brain injury who access your practice. It also aims to 
explore how Queensland Paediatric Rehabilitation Service can assist you in meeting these needs. 
Please tick the appropriate response to the question. You are able to tick multiple options as 
appropriate. 
 
How frequently do you receive referrals for the ongoing medical care of young adults with a 
childhood onset acquired brain injury? 
□ Never 
□ Occasionally (once per year) 
□ Frequently (Multiple times per year) 
 
In general, how well do know these young adults? 
□ Well known to your practice previously (seen regularly throughout childhood) 
□ Known briefly by your practice previously (seen occasionally during childhood) 
□ Not known to your practice previously  
□ Combination of the above 
 
In general, how frequent is the contact they have with your service?  
□ Never 
□ Only during crisis 
□ Once per month 
□ Once every 3 months 
□ Once every 6 months 
□ Once a year 
For which of the following issues do these patients require support? 
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□ General medical (colds, illness, vaccinations) 
□ Medication management 
□ Pain management 
□ Case management with specialist medical teams 
□ Spasticity management 
□ Emotional management and support 
□ Documentation and paperwork required for government departments 
□ Other   _________________________________________________________ 
 
If you received a referral for a young person with a childhood onset Acquired brain injury 
from Queensland Paediatric Rehabilitation Service, how appropriate was this written 
information in assisting the ongoing medical care provision for these young people? 
 
o O o o o 
Extremely 
Inappropriate 
Inappropriate neutral Appropriate Extremely 
Appropriate 
 
What further information would you have found beneficial? 
________________________________________________________________________________
______________________________________________________________________ 
 
What do you foresee as barriers for these young people accessing appropriate medical care in 
your practice? 
□ Medical practice environment 
□ Time allocated for appointments 
□ Financial cost of accessing services 
□ Young person’s lack of interest in medical management 
□ Families capacity to assist them access medical care 
□ Medical practitioner has insufficient knowledge/ speciality training to meet their needs 
□ Other __________________________________________________________ 
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What information resources would be useful to you in supporting these young people? 
□ Literature identifying the key issues young adults with a childhood onset ABI face when 
transitioning from adolescence into adulthood 
□ Database of community services specialising in the support of young people with ABI 
□ Other __________________________________________________________ 
 
If these information resources could be provided, what form would be most appropriate for 
your needs? 
□ Internet/on-line 
□ Written information on paper  
□ Other __________________________________________________________ 
 
Other Comments: 
________________________________________________________________________________
________________________________________________________________________________
________________________________________________________________________________
____________________________________ 
 
Thank-you for completing this survey 
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Appendix 11: Study 1 - Young Person's Interview schedule 
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THE NEEDS OF YOUNG PEOPLE WITH A CHILDHOOD ONSET ACQUIRED BRAIN 
INJURY, AND THEIR FAMILIES, TRANSITIONING FROM QUEENSLAND 
PAEDIATRIC REHABILITATION SERVICE (QPRS) INTO ADULT SERVICES. 
 
Young Person’s Interview Schedule  
 
Current Situation  
Tell me about what life is like for you now? 
What are some of the difficulties you experience in being able to do the things you would like to 
do? 
 
Now thinking about what you need to be able to do as an adult…. 
Are you able to do the things that people require of you now that you are an adult (probe: if not 
what things do you think people would like you to be able to do)? 
Does anyone help you do the things you need to do? 
When and how did you learn to do things like cook, budget etc… 
Looking back, where there things about being an adult that you wish you knew but no one told you? 
How do you think QPRS can prepare young people who are about to leave school to help them with 
adult life? 
  
In a moment I am going to be asking you about your experiences with adult services. When I 
am talking about adult services, I am talking about any service that you have accessed since 
you left school. They can be health services like hospitals or GP’s or they could be about adult 
responsibilities and pastimes like employment services, respite care, leisure activities. 
 
Now thinking about your experiences of adult services 
What was your experience of adult services? 
What services did or do you need but are not able to get? 
Knowing that these gaps exist, what do you wish you had done differently given your time over? 
 
Now thinking about your time at QPRS, you may or may not  have been provided with 
information regarding what life would be like after you finished school…. 
What are your thoughts regarding 
 what is the essential information that we should tell you 
 how should we give this information to you 
 when should we give this information to you 
 
Now thinking about your time at QPRS, and the various staff who you saw during your time 
here… 
How important was it to you to have the same people to see during your final years at QPRS? 
During your final years with QPRS, if you had the choice between having a consistent team or 
changing to a team that specialises in adulthood type issues which would you choose, and why? 
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Now thinking about the difficulties you might have had since leaving QPRS,  
What do you currently do when a problem arises and you are unable to solve it yourself? 
How have you accessed information/assistance?  
Who have you got help from? 
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Appendix 12: Study 1 - Parent/Caregiver's Interview schedule 
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THE NEEDS OF YOUNG PEOPLE WITH A CHILDHOOD ONSET ACQUIRED BRAIN 
INJURY, AND THEIR FAMILIES, TRANSITIONING FROM QUEENSLAND 
PAEDIATRIC REHABILITATION SERVICE (QPRS) INTO ADULT SERVICES. 
 
Caregiver’s Interview Schedule 
 
Current Situation  
Tell me about what life is like for you and [young person’s name]? 
What are your current concerns with [young person’s name]? 
What are some of the barriers that exist in your community which prevent [young person’s name] 
from being able to participate in activities which [he/she] would like? 
 
Now thinking about what is required for [young person’s name] moving into adulthood… 
 
What are the things that you think are necessary for [young person’s name] to be able to function as 
an adult? 
How well is [young person’s name] able to engage in these activities? 
If they require support, who provides this?  
At what age did you realise that [young person’s name] was going to require support to develop 
these skills? 
 
Now thinking about what it means for [young person’s name] to finish school and move into 
the adult world…. 
Looking back, what things did you wish you knew but no one told you? 
In hindsight, how do you think QPRS could prepare young people and their families more for what 
to expect after their young person leaves high school? 
 
In a moment I am going to be asking you about your experiences with adult services. When I 
am talking about adult services, I am talking about any service that your young person has 
accessed since they have left school. They can be health services like hospitals or GP’s or they 
could be about adult responsibilities and pastimes like employment services, respite care, 
leisure activities. 
 
Now thinking about your experiences of adult services 
What has been your experience of adult services? 
What was/is the biggest service gaps for [young person’s name]? 
Knowing that these gaps exist, what do you wish you had done differently given your time over? 
 
Now thinking about your time at QPRS, you may or may not have been provided with 
information regarding what life would be like after [young person’s name] finished school….  
What are your thoughts regarding 
1. what is the essential information that would helped you face the challenges you experienced 
after your young person finished high school? 
2. in what format would this  information have been most beneficial? 
3. at what stage of the rehabilitation process would this information have been most useful? 
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Now thinking about your rehabilitation journey, and the various staff who you saw during 
your time at QPRS… 
How important was team consistency to you during your final years at QPRS? 
During your final years with QPRS, if you had the choice between having a consistent team or 
changing to a team that specialises in adulthood type issues which would you choose, and why? 
 
Now thinking about the challenges you may have faced since leaving QPRS,  
What do you currently do when a problem arises for [young person’s name] and they are unable to 
solve it themselves? 
How have you accessed information/assistance and who from? 
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Appendix 13: Study 1 - Ethical Approval: Metro South Health Service District Human 
Research Ethics Committees (HREC) 
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Appendix 14: Study 1 - Ethical Approval: The University of Queensland Medical Research 
Ethics Committee 
 298 
 
 
 
 299 
 
Appendix 15: Study 1 - Ethical Approval: Department of Communities and Care, Evidence, 
Reporting and Performance Department 
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Appendix 16: Study 1 - Major Themes and Coding Levels  
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Level one themes Level 2 :Sub-themes Level 3: Sub-themes Level 4 : Coding points 
Current life 
circumstances of 
young people with 
ABI during early 
adulthood 
expectations of the future   
further study  did they enrol, did they access support 
social / leisure participation  what are they doing for fun and who with 
functional independence  how much support were they receiving, who 
from, how did they learn theses skills 
health care management  types of services accessed, and what were they 
accessed for 
employment  type of employment, services accessed to 
support process, difficulties experienced 
support structures  who is supporting them in life 
experience of service 
providers in the adult sector 
  
complex issues raised 
within the transition 
period 
nature of ABI insight and awareness impacts engagement and 
motivation 
 
 vulnerability within the community  
 the hidden disability  
 variation depending on cause, location and severity of 
injury 
 
 unknown long term outcomes  
 impact of fatigue  
developmentally 
challenging time 
mismatch between capacity, society expectations and 
family expectations 
 
paediatric service context time constraints and prioritisation  
 knowledge and expertise of staff  
 structure of existing processes  
 lack of resources to guide transition  
 lack of consistent formal processes  
other hospital departments  
  client centred family centred models of care  
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Level 1 : Themes Level 2 : Sub-themes Level 3: Sub-themes Level 4 : Coding points 
 adult service context funding and resources  
  skills and expertise of staff  
  models of care  
  expectations of young people  
  fragmentation of service provision  
  limited availability  
  financial responsibility of patient  
  ABI specific v's generic services  
 interagency links time constraints and prioritisation  
  resources and training  
  financial competition  
  consistency at higher level management - 
division of responsibility 
 
 context surrounding the young person family emotional experience 
   expectations of their young 
person 
   change in their role within health 
care 
  society expectations    
   understanding and tolerance 
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Level 1 : Themes Level 2 : Sub-themes Level 3: Sub-themes Level 4 : Subthemes 
principles and processes client empowerment   
 program elements family support  
  information provisions  
  goal setting  
  skills training developmentally ready 
  impact of ABI 
  interagency collaboration  
 service structure and support formal process clear expectations and responsibility 
   designated person 
  process not point of transfer preparation and post transfer care 
  resources required patient resources 
   training and time 
  flexibility and individually tailored  
  referral processes structured pathway 
   information sharing 
Level 1 : Themes Level 2 : Sub-themes Level 3: Sub-themes Level 4 : Subthemes 
content instrumental activities of daily living   
 health care management   
 navigating adult services   
 participation in post school options work/ study/ social  
 adjustment to change   
 legal issues capacity  
 adolescent health issues drugs and alcohol  
  mental health  
  sexuality  
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Appendix 17: Transition Program - Introductory Letter   
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Address 
Address 
Address 
 
Date 
 
Dear Sir/Madam 
 
Re:    Childs name and DOB 
  
According to our records, it has been a little while since XXX has been seen by our service.  It is 
our understanding that XXX is in his/her final years of schooling.  As a new program, the 
Department of Queensland Paediatric Rehabilitation is offering a transition service to those young 
people and their families who are approaching adulthood.  Within this program you will receive 
 support and assistance from the Transition Coordinator and transition team 
 information regarding service available during adulthood 
 information and support with planning for life after high school 
 assistance with developing independence and skills required during adulthood 
This program is individually tailored to XXX’s needs and the level of support received will be 
determined by you. 
 
If you are interested in participating in this program or receiving more information about transition 
please complete and return the bottom of this form in the included reply paid envelope.  
Alternatively you can email your preferences to the transition coordinator Amanda Francis  
QPRS_transition_Coordinator@health.qld.gov.au    
 
 
Kind Regards  
 
 
 
 
Amanda Francis 
Transition Coordinator  
Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital & Health Service District 
 
 
Name:  
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□ We are interested in participating in the transition program 
□ We are interested in finding out more about the transition program 
□ We are not interested in the transition program but will contact in the future if concerns arise 
 
 
Please return in the reply paid envelop provided 
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Appendix 18: Transition Program - Appointment Letter  
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Address 
Address 
Address 
 
 
DATE 
 
Dear Sir/Madam 
 
Re: XXX DOB:  
 
 
According to our records, XXX is due for review at the Queensland Paediatric Rehabilitation 
Service.  When you last attended the service, the following goals were identified  
 
 
As XXX is now in Year 12, we encourage him to have contact with our transition coordinator 
who’s role it is to help him prepare for becoming an adult. As part of becoming an adult, it is 
important that XXX is more involved in the process of deciding who they see for their health care 
GOAL 
 
 
STRATEGY/ RECOMMENDATIONS 
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and for what reason. It is hoped that XXX will be able to think about their life and identify any 
concerns that they have. Based on these concerns, we therefore are interested in identifying who 
XXX would like to have an appointment with during their next review.  As this might be something 
very new for XXX, please discuss this with them and decide as a family who you wish to see.  Once 
you have decided, please indicate this on the form below. 
 
Please return this form by XXX via the enclosed reply paid envelope. Alternatively you can email 
your preferences to the clinic coordinator Margaret Rae  
 margaret_rae@health.qld.gov.au.  
 
Kind Regards  
 
 
 
Kind Regards  
 
Amanda Francis 
Transition Coordinator  
Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital & Health Service District 
 
___________________________________________________________________ 
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Please schedule appointments with the following professionals for 
Childs Name: __________________________________________________ 
 
□ Doctor Medical concerns 
□ Social Worker Assist with family relationships and coping 
□ Neuro-psychologist Helps with thinking skills, school progress and 
managing emotions and mood 
□ Occupational Therapist Helps with activities expected in everyday life (self 
care, school, social leisure) as well as specifically 
how you use your hands   
□ Dietician Assist with advice on food choices 
□ Physiotherapist Helps with movement and physical activity 
□ Speech Pathologist Helps with eating, talking and communication 
□ Orthotist Makes and monitors foot orthotics to assist with 
walking 
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Appendix 19: Transition Program - Nursing worksheet 
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MY HEALTH INFORMATION 
 
 
Today when I saw the nurse 
HEIGHT  WEIGHT  TEMPERATURE  
HEART 
RATE 
 BLOOD 
PRESSURE 
 BREATHING 
RATE 
 
 
My Allergies 
 
 
 
My Medications 
What How much Why Side effects 
    
    
    
    
 
My Medical History  
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Things I need to do to keep myself healthy 
 
 
 
 
 
 
Things I need to avoid to keep myself healthy 
 
 
 
 
 
Things to Ask my Doctor Today 
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Any other Questions for your Rehabilitation Team  
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Appendix 20: Transition Program - Transition Checklist  
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 318 
 
 
 319 
 
Appendix 21: Transition Program - Goal Setting Action Plan 
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QPRS Goal Setting and Action Plan 
Trial Form 
 
Date Completed: _______________________________________________ 
 
 
 
Patient Sticker 
 
 
 
 
Goal Actions Required Person Responsible Time 
Frame 
Date to 
Review 
Reviewed 
(achieved/ 
further 
action) 
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 QPRS Young Person Caregiver/Guardian 
Signature    
Name    
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Appendix 22: Transition Program - Audiovisual Information Package (DVD)  
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Appendix 23: Study 2 - Ethical Approval: Royal Children’s Hospital District Human 
Research Ethics Committees 
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Appendix 24: Study 2 - Ethical Approval: The University of Queensland Medical Research 
Ethics Committee 
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Appendix 25: Study 2 - Young Person's Information Sheet and Consent Form 
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Queensland Paediatric Rehabilitation Service 
Children’s Health Services 
Young Person Information Sheet 
 
Project Title Efficacy of a transitional care program for young people with an Acquired 
Brain Injury – A pilot project. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research 
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research 
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
 
Introduction 
You are invited to take part in this project. This Participant Information Sheet contains detailed 
information about the project.  Please read this information carefully. You are welcome to ask any 
questions you have about the project.  If you are willing to participate in this project, please sign the 
consent form acknowledging you have read and understood this information. 
 
Background to Project 
Becoming an adult is an important time in life for all young people. This time however can be a bit 
more stressful for people who have had a head injury during their childhood. Sometimes it is 
helpful to have support from family and services in the community to help you become as 
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independent as possible. Here at QPRS we have looked into what young people need to prepare and 
transition into adulthood and have designed a program which we hope will help with these things. 
This project is about checking to ensure that this transition program is actually helpful.  
 
What is Involved 
Step 1:  
The first part of the project involves you telling us what life is like for you now. This involves the 
completion of some assessments with the researcher that looks into what skills you currently have. 
This will involve talking with the researcher and rating your ability at certain activities. You will also 
be asked to set some goals to identify what you wish to do as an adult. This process will take 
approximately an hour. 
  
Step 2:  
This is where you are supported by the transition officer at QPRS to achieve your goals for working 
towards adulthood. This will involve: 
 Education and information – this is where we talk about what life will be like as an 
adult, how to keep healthy and live a productive life, and who and how to access 
help in the future.  You will be given a choice about how you want this to occur. It 
can occur in small groups with other people your age or it can happen through 
talking one to one with the transition coordinator. 
 skills training – this is were you learn to do some of the things that people require 
you to do when you are an adult.  How we go about this depends on what types of 
things you want to do. It may involve some therapy to learn the new skills, and it 
might involve you practicing some of these things when you are at home or school. 
For example: making a meal for yourself might mean that you have to cook 
sometimes at home. This will all be discussed and agreed upon during the goal 
setting process 
 interagency collaboration – this is where QPRS helps connect you to people and 
agencies who can help you with adulthood after you leave our service 
 
What specifically this will involve will depend on what your goals are. QPRS will provide flexibility 
depending on what you need. We will discuss and plan this once the goals have been decided, and it 
can be changed at any stage if you no longer agree or feel comfortable with the plan. 
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Step 3: 
Once you have completed the program and have ventured into the adult world, we request that you 
tell us how effective the program was in helping you prepare for adulthood. This will be done by 
completing similar assessments to when you first started that indicate 
 your new level of skills 
 your satisfaction with the program 
You will also be requested to participate in a recorded interview that allows you to describe your 
transition program experience. This process may take approximately 1 hour and would be scheduled 
at your convenience. 
 
Risk & Discomfort 
No risk or harm will come to you by being involved in this project. 
 
Benefits 
The information you give us in this project will be very important in helping us assist other young 
people with a head injury as they leave our service.  
 
Withdrawing from the Study 
Participation in this project is voluntary.  If you don’t want to take part, you don’t have to.  You can 
withdraw from the study at any time without impacting on your relationship with QPRS. You will 
still be able to receive help from our service. 
 
Confidentiality 
All information you provide us will remain confidential. Only the researchers will have access to 
this information. All of your identifying information will be removed from the audiotape and 
transcription of the interviews. Information gathered from the project may be published, however 
identifying data will not be used.  
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Contact 
The QLD Children’s Health Services (RCH) Human Research Ethics Committee (HREC) has 
approved this study. Should you wish to discuss the study with someone not directly involved, in 
particular, any matters concerning policies, information about the conduct of the study or your 
rights as a participant, or you wish to make a confidential complaint, at any time, you may contact 
the Co-ordinator of the Ethics Committee on 3636 9167.  If this phone is unattended, please leave a 
message and your call will be answered as soon as possible.Alternatively if you wish to discuss this 
specific project with someone within our department, separate from the researchers you can discuss 
this with Jennifer Miller, QPRS, Service Development Manager, 07 36365400. 
 
Consent 
 
I have read and understood the Information Sheet. I consent to my involvement in this research 
project as described in the information sheet. 
 
I understand that the information collected from this project will be kept safely in the Department of 
Paediatric Rehabilitation Services. I understand that the researcher has agreed not to reveal any 
personal details if information from this project is published or presented in any public form.  
 
I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no impact on my relationship with Queensland Paediatric Rehabilitation Services.  
 
I understand that there are no risks associated with this project. 
 
I wish to receive the final outcomes of this study   Yes   /No  
email:__________________________________________________________________ 
 
 
SIGNATURE 
 Date  
 
 
 333 
 
 
Appendix 26: Study 2 - Parent/Caregiver's Information Sheet and Consent Form 
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Queensland Paediatric Rehabilitation Services 
Children’s Health Services 
Family Information Sheet 
 
Project Title Efficacy of a transitional care program for young people with an Acquired 
Brain Injury – A pilot project. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research  
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research 
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
 
Introduction 
You and your young person are invited to take part in this project. Please read this Participant 
Information Sheet carefully as it provides detailed information about the project. You are welcome 
to ask any questions you have about the project.  If you are willing to participate, please sign the 
consent form acknowledging you have read and understood this information.  
 
Background  
The transition from being a teenager to an adult is an important time in a young person’s life. This 
period of life presents particular challenges for young people with an acquired brain injury and their 
families. At times it can be difficult to achieve independence and often young people might need 
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support from family and the community to make a successful transition into the adult world.  
During this time of transition, it is acknowledged that child based services are no longer appropriate 
to support these young people, however the successful transition into more appropriate adult 
services needs to be done sensitively.  This research project aims to look at how effective a 
transition program is at supporting  young people  and their families during this change. 
 
What Is Involved For You? 
This project will primarily involve you and your young person continuing to participate in the 
rehabilitative journey, with the opportunity to provide feedback at the end of this process. Specifically 
involvement can be view in three steps. 
  
Step 1:  
The first part of the project involves some baseline assessment to help ascertain current skill levels for 
your young person. This will occur through a face to face interview with a clinician, who will assist 
you complete two rated response questionnaires, one that asks you to describe your young person’s 
abilities in completing a variety of activities and one that describes your families support network. 
You will also be asked to set some transition goals with your young person. This will be done with 
the transition coordinator at the beginning of the program. The whole process will take approximately 
one hour and will be scheduled to take place during your regular rehabilitation review. 
 
Step 2:  
This is where you are supported by the transition officer at Queensland Paediatric Rehabilitation 
Services to achieve your transition goals. This will involve: 
 information support – this is where we talk with you and your young person about 
what life will be like for them as an adult, how they can keep healthy and live a 
productive life, and who and how to access help in the future. This will be provided 
at your convenience either face to face, over the phone or through another identified 
means that you can suggest. It would be offered either on a one to one bases, or if 
you are agreeable, in small group settings.  The number of sessions and the duration 
of these sessions will depend on what issues are identified for you and your young 
person during goal setting sessions. 
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 skills training – this is where your young person learns to do some of the things that 
people require of them as adults.  The young person will be invited to attend 
education days where these skills will be practiced in a context specific location. 
Your young person may also be offered small blocks of therapy to develop these 
skills. Your young person will also be required to practice these skills through the 
course of their everyday life and routine. For example: meal preparation – practice 
making a sandwich once or twice a week at home. 
 interagency collaboration – this is where Queensland Paediatric Rehabilitation 
Services helps connect you and your young person to people and agencies who can 
help you both once you leave children’s services. Depending on how confident you 
feel about approaching these agencies yourself, the transition coordinator will help 
you make contact with the agencies so that you can have opportunities to find out 
what they do, how they work and if you would like to access services from them. 
 
Step 3: 
Once you have completed the program, we ask that you provide us with feedback as to how effective 
or otherwise the program was in helping you and your young person prepare for adulthood. This will 
be done by repeat assessment of skill levels and completion of questionnaires. You will also be asked 
to participate in a recorded interview that allows you to describe your transition program experience. 
This process may take approximately 1 hour and would be scheduled at a time of your convenience. 
 
Risk & Discomfort 
There are no risks for you in participating in this project. 
 
Benefits 
The results of this study will provide valuable information that will help us to guide the service 
delivery for future Queensland Paediatric Rehabilitation Services patients transitioning to adult 
services.  
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Withdrawing from the Project 
Participation in this research is voluntary.  If you don’t want to take part, you don’t have to.  You 
can withdraw your participation from the study at any time without explanation and there will be no 
repercussions from any staff at the Queensland Paediatric Rehabilitation Services.  
 
Confidentiality 
All identifying information collected during this project will remain confidential. Any identifying 
information found within the assessments, audio recordings or transcriptions will be removed. Data 
will be stored in a locked cabinet at Queensland Paediatric Rehabilitation Services. When the 
results of the project are presented, no identifying information will be included. 
 
Contact 
The QLD Children’s Health Services (RCH) Human Research Ethics Committee (HREC) has 
approved this study. Should you wish to discuss the study with someone not directly involved, in 
particular, any matters concerning policies, information about the conduct of the study or your 
rights as a participant, or you wish to make a confidential complaint, at any time, you may contact 
the Co-ordinator of the Ethics Committee on 3636 9167.  If this phone is unattended, please leave a 
message and your call will be answered as soon as possible. Alternatively if you wish to discuss this 
specific project with someone within our department, separate from the researchers you can discuss 
this with Jenny Miller, QPRS, Program Manager,  07 36365400. 
 
Consent 
 
I have read and understand the Parent Information Sheet. 
□ I consent to my involvement in this research project 
□ I consent to the involvement of my young person in this project  
 
I understand that the data from this project will be kept securely in the Department of Paediatric 
Rehabilitation Services. I understand that the researcher has agreed not to reveal any personal 
details if information from this project is published or presented in any public form.  
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I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no subsequent effect on my relationship with Queensland Paediatric Rehabilitation 
Services. I understand that there are no risks associated with this project. 
 
I wish to receive the final outcomes of this study   Yes   /No  
 
email:__________________________________________________________________ 
 
 
SIGNATURE 
 Date  
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Queensland Paediatric Rehabilitation Services 
Children’s Health Services 
Paediatric Clinician Information Sheet 
 
Project Title Efficacy of a transitional care program for young people with an Acquired 
Brain Injury – A pilot project. 
Contact Person Amanda Francis 
Transition Coordinator 
Address Queensland Paediatric Rehabilitation Service 
Royal Children’s Hospital 
Herston Rd 
Herston QLD 4029 
Phone Number (07) 36365400 
Email amanda_francis@health.qld.gov.au 
Investigators Amanda Francis, Transition Coordinator 
Dr Lynne McKinlay, Director of Paediatric Rehabilitation  
Prof. Jenny Ziviani, Children's Allied Health Research  
Assoc. Prof Jenny Fleming, Centre for Functioning and Health Research,  
Margaret Rae, QPRS, Outpatients and Outreach Program Coordinator 
 
Introduction 
You have been invited to take part in this project. Please read this Participant Information Sheet 
carefully as it provides detailed information about the project. You are welcome to ask any 
questions you have about the project.  If you are willing to participate, please sign the consent form 
acknowledging you have read and understood this information.  
 
Background  
The transition from being a teenager to an adult is an important time in a young person’s life. This 
period of life presents particular challenges for young people with an acquired brain injury and their 
families. At times it can be difficult to achieve independence and often young people might need 
support from family and the community to make a successful transition into the adult world.  
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During this time of transition, it is acknowledged that child based services are no longer appropriate 
to support these young people, however the successful transition into more appropriate adult 
services needs to be done sensitively.  In attempt to do this Queensland Paediatric Rehabilitation 
Service during the last 12-18 months, has trialled a transition program to support young people as 
they complete year 12 and finish up with the paediatric rehabilitation service. This research project 
aims to look at how effective a transition program was at supporting the young person during this 
time and the impact that this program had on the QPRS service. 
 
What Is Involved For You? 
Participation in this evaluation would involve you participating in an audio-recorded interview which 
discusses how effective the transition program was on patient outcomes and the impact this had on 
QPRS services. 
 
Risk & Discomfort 
There are no risks for you in participating in this project. Honest feedback on this project will not 
impact on your employment with the QPRS service. 
 
Benefits 
The results of this study will provide valuable information that will help us to guide the service 
delivery for future Queensland Paediatric Rehabilitation Services patients transitioning to adult 
services.  
 
Withdrawing from the Project 
Participation in this research is voluntary.  If you don’t want to take part, you don’t have to.  You 
can withdraw your participation from the study at any time without explanation and there will be no 
repercussions for you.  
 
Confidentiality 
All identifying information collected during this project will remain confidential. Any identifying 
information found within the assessments, audio recordings or transcriptions will be removed. Data 
will be stored in a locked cabinet at Queensland Paediatric Rehabilitation Services. When the 
results of the project are presented, no identifying information will be included. 
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Contact 
The QLD Children’s Health Services (RCH) Human Research Ethics Committee (HREC) has 
approved this study. Should you wish to discuss the study with someone not directly involved, in 
particular, any matters concerning policies, information about the conduct of the study or your 
rights as a participant, or you wish to make a confidential complaint, at any time, you may contact 
the Co-ordinator of the Ethics Committee on 3636 9167.  If this phone is unattended, please leave a 
message and your call will be answered as soon as possible. 
 
Consent 
I have read and understand the Information Sheet. 
□ I consent to my involvement in this research project as described in the above information 
sheet. 
I understand that the data from this project will be kept securely in the Department of Paediatric 
Rehabilitation Services. I understand that the researcher has agreed not to reveal any personal 
details if information from this project is published or presented in any public form.  
I understand that my participation is voluntary and that I am able to withdrawal from the project at 
any time with no subsequent effect on my relationship with Queensland Paediatric Rehabilitation 
Services. I understand that there are no risks associated with this project. 
I wish to receive the final outcomes of this study   Yes   /No  
 
email:__________________________________________________________________ 
 
SIGNATURE 
 Date  
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Appendix 28: Study 2 - Young Person's Targeted Transition Goal Achievement Scale  
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TARGETED TRANSITION GOAL ACHIEVEMENT SCALE 
Young Person Rating  
 
Name:_________________________________________Date_______________________ 
 
This is a survey to rate your performance on some skills relevant to independent living. When these 
skills are described we are referring to: 
Meal preparation – the preparing and cooking of food 
Household maintenance - washing, cleaning 
Financial management - budget, shopping, paying bills 
Utilise transport – the use of public transport or organising someone to get them to where 
they need to go 
Manage their health -make medical appointments, take medications 
 
If you were to move out of home tomorrow….How would you rate your ability to 
 
 1 
Not able to do 
it – someone 
would have to 
do it all for 
me 
2 
Able to do it 
with lots of 
support 
3 
Able to do it 
with a little 
support 
4 
Able to do it 
ok with no 
support 
5 
Able to do it 
well with no 
support 
Meal preparation      
Household maintenance       
Financial management       
Utilise transport       
Manage their health       
Explaining the impact of 
their head injury to others 
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How would you rate your satisfaction with your ability to do these things: 
 
 1 
Completely 
dissatisfied 
(I really want 
to do it better) 
2 
Somewhat 
dissatisfied 
3 
Satisfied 
4 
Somewhat 
satisfied 
5 
Completely 
satisfied 
(I am really 
happy with 
the way that I 
do it) 
Meal preparation      
Household maintenance       
Financial management       
Utilise transport       
Manage their health       
Explaining the impact of 
their head injury to others 
     
 
 
How would you rate your confidence in being able to improve these skills if you wanted or 
access supports (family, friends or professionals) who could help you improve these things? 
 
 1 
Totally 
unconfident 
2 
Somewhat 
unconfident 
3 
Confident 
4 
Somewhat 
Confident 
5 
Totally 
confident 
Meal preparation      
Household maintenance       
Financial management       
Utilise transport       
Manage their health       
Explaining the impact of 
their head injury to others 
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What is your current knowledge/ of understanding regarding 
 
 1 
No 
knowledge/ 
Understandi
ng 
2 
 
3 
 
4 
 
5 
Complete 
knowledge/u
nderstanding 
Medical Services available to adults      
Processes involved in deciding what to do 
after school  
     
Types of community services available to 
adults  
     
How to access the services available      
Employment options and support services 
for young people  
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Appendix 29: Study 3 - Parent/Caregiver's Targeted Transition Goal Achievement Scale  
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TARGETED TRANSITION GOAL ACHIEVEMENT SCALE 
Caregiver’s Rating 
 
Young Person’s Name:______________________________________Date:______________ 
 
This is a survey to rate your young person’s performance on some skills relevant to independent 
living. When these skills are described we are referring to: 
Meal preparation – the preparing and cooking of food 
Household maintenance - washing, cleaning 
Financial management - budget, shopping, paying bills 
Utilise transport – the use of public transport or organising someone to get them to where 
they need to go 
Manage their health -make medical appointments, take medications, 
 
If your young person was to move out of home tomorrow….How would you rate their ability  
 
 1 
Not able to do 
it – requires 
full support 
2 
Able to do it 
with lots of 
support 
3 
Able to do it 
with a little 
support 
4 
Able to do it 
ok with no 
support 
5 
Able to do it 
well with no 
support 
Meal preparation      
Household maintenance       
Financial management       
Utilise transport       
Manage their health       
Explaining the impact of their 
head injury to others 
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How would you rate your satisfaction with your young person’s performance in: 
 
 1 
Completely 
dissatisfied 
2 
Somewhat 
dissatisfied 
3 
Satisfied 
4 
Somewhat 
satisfied 
5 
Completely 
satisfied 
Meal preparation      
Household maintenance       
Financial management       
Utilise transport       
Manage their health       
Explaining the impact of 
their head injury to others 
     
 
How would you rate your confidence in being able to change this or access supports who can 
assist in this process? 
 
 1 
Totally 
unconfident 
2 
Somewhat 
unconfident 
3 
Confident 
4 
Somewhat 
Confident 
5 
Totally 
confident 
Meal preparation      
Household maintenance       
Financial management       
Utilise transport       
Manage their health       
Explaining the impact of 
their head injury to others 
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What is your current knowledge/ of understanding regarding 
 
 1 
No 
knowled
ge/ 
Underst
anding 
2 
 
3 
 
4 
 
5 
Complet
e 
Knowle
dge/ 
understa
nding 
Medical Services available to adults      
Processes involved in deciding post school options       
Types of community services available to adults       
How to access the services available      
Employment options and support services for 
young people  
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Appendix 30: Study 2 - Young Person's Post Program Satisfaction and Evaluation Measures 
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EFFICACY OF A TRANSITIONAL CARE PROGRAM FOR YOUNG PEOPLE WITH AN 
ACQUIRED BRAIN INJURY – A PILOT PROJECT 
 
Young Person’s Satisfaction Questionnaire 
 
Please rate the following parts of the transition program in regards to how helpful they were 
to you 
 Not at all 
helpful 
Slightly 
helpful 
Somewhat 
helpful 
Moderately 
helpful 
extremely 
helpful 
Having a transition coordinator 
who was the point of contact and 
support 
     
Information Package      
Family support by social worker      
Nursing health education and skill 
training (eg knowing allergies, 
medical history, medications and 
their side effects, sexual health 
and drug and alcohol information) 
     
Exploring vocational 
opportunities 
     
Living skills training      
Supported referral to adult service      
Interagency collaboration 
(transition coordinator talking 
with schools, DOCS, employment 
agencies, TAFE)  
     
Transition Coordinator talking 
with other medical departments in 
RCH 
     
Sourcing equipment and services 
required post discharge 
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Please rate how important it would be to have the following included in future transition 
programs 
 Not at all 
important 
Slightly 
important 
Important Very 
important 
Extremely 
important  
Having a transition coordinator 
who was the point of contact and 
support 
     
Information Package      
Family support by social worker      
Nursing health education and skill 
training 
     
Vocational Exploration      
Living skills training      
Supported referral to adult service      
Interagency collaboration 
(transition coordinator talking 
with schools, DOCS, employment 
agencies)  
     
Transition Coordinator talking 
with other medical departments in 
RCH 
     
Sourcing equipment and services 
required post discharge 
     
 
Overall how satisfied were you with the transition program 
o o o o o 
Completely 
dissatisfied 
Somewhat 
dissatisfied 
Neither satisfied 
or dissatisfied 
Somewhat 
satisfied 
Completely 
satisfied 
 
In regards to: Transition: A Time of Change – An Information Package for Young People 
 Strongly 
disagree 
disagree Neither 
agree or 
disagree 
Agree Strongly 
agree 
Was easy to read      
Good Design and layout      
Provided useful information      
Good amount of information      
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Appendix 31: Study 2 - Parent/Caregiver's Post Program Satisfaction and Evaluation 
Measures 
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EFFICACY OF A TRANSITIONAL CARE PROGRAM FOR YOUNG PEOPLE WITH AN 
ACQUIRED BRAIN INJURY – A PILOT PROJECT 
 
Caregiver’s Satisfaction Questionnaire 
 
Please rate the following parts of the transition program in regards to how helpful they were 
to you 
 Not at all 
helpful 
Slightly 
helpful 
Somewhat 
helpful 
Moderatel
y helpful 
Extremely 
helpful 
Having a transition coordinator 
who was the point of contact and 
support 
     
Information Package      
Family support by social worker      
Nursing health education and skill 
training (eg knowing allergies, 
medical history, medications and 
their side effects, sexual health 
and drug and alcohol information) 
     
Exploring vocational 
opportunities 
     
Living skills training      
Supported referral to adult service      
Interagency collaboration 
(transition coordinator talking 
with schools, DOCS, employment 
agencies)  
     
Transition Coordinator talking 
with other medical departments in 
RCH 
     
Sourcing equipment and services 
required post discharge 
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Please rate how important it would be to have the following included in  future transition 
programs 
 Not at all 
important 
Slightly 
important 
Important Very 
important 
Extremely 
important  
Having a transition coordinator 
who was the point of contact and 
support 
     
Information Package      
Family support by social worker      
Nursing health education and skill 
training 
     
Vocational Exploration      
Living skills training      
Supported referral to adult service      
Interagency collaboration 
(transition coordinator talking with 
schools, DOCS, employment 
agencies, TAFE)  
     
Transition Coordinator talking with 
other medical departments in RCH 
     
Sourcing equipment and services 
required post discharge 
     
 
Overall how satisfied were you with the transition program 
o o o o o 
Completely 
dissatisfied 
Somewhat 
dissatisfied 
Neither satisfied 
or dissatisfied 
Somewhat 
satisfied 
Completely 
satisfied 
 
Regarding The Transition Package for Families 
 Strongly 
disagree 
disagree Neither 
agree or 
disagree 
Agree Strongly 
agree 
Was easy to read      
Was well designed and presented      
Provided useful information      
Provided enough information of a 
topic 
     
Provided direction to access further 
information if required 
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Appendix 32: Study 2 -Post Program Evaluation Semi-structured Interview Schedule for 
Young People, Caregivers and Paediatric Clinicians 
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Questions for Young Person 
 
1) What was your experience of the transition program? 
2) How was your transition to adulthood helped by QPRS? 
3) What were the positive things that occurred during your transition experience 
4) What were some of the negative experiences you had during transition? 
5) How could QPRS improve the transition experience? 
 
 
Questions for Caregiver 
: 
1) What were the positive things that occurred during your transition experience? 
2) What were some of the negative experiences you had during transition? 
3) How could QPRS improve the transition experience? 
 
 
Questions for Paediatric Clinician 
 
1) How were you involved in the transition program? 
2) How did this program impact on your daily practice? 
3) What were the benefits of having the transition program implemented in the last 18 months? 
4) What were the barriers or challenges experienced during the implementation of the transition 
program? 
5) Looking forward, how do you foresee transition to sit within the service? 
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Appendix 33 - F - COPES 
Name: ________________________________________________Date: ____________________ 
 
Young Person’s Name:____________________________________________________________ 
 
Please tick the column which best describes how strongly you agree with how your family responds in times of problems  
 
WHEN WE FACE PROBLEMS OR DIFFICULTIES IN OUR FAMILY, WE RESPOND BY: 
 
 Strongly 
Disagree 
Disagree  Neither 
Agree or 
Disagree 
Agree Strongly 
Agree  
Sharing our difficulties with relatives      
Seeking encouragement and support from friends      
Knowing we have the power to solve major problems      
Seeking information and advice from persons in other families who 
have faced the same or similar problems 
     
Seeking advice from relative (grandparent, etc.)      
Seeking assistance from community agencies and programs designed to 
help families in our situation. 
     
Knowing that we have the strength within our own family to solve our 
problems 
     
Receiving gifts and favours from neighbours (e.g. food, taking in mail,)      
Seeking information and advice from the family doctor      
Asking neighbours for favours and assistance      
Facing the problem "head-on" and trying to get solution right away      
Watching television      
Showing that we are strong      
Attending church services      
Accepting stressful events as a fact of life      
Sharing concerns with close friends      
Knowing luck plays a part in how well we are able to solve problems      
Exercising with friends to stay fit and reduce tension      
Accepting that difficulties occur unexpectedly      
Doing thing with relatives (get-togethers, dinners, etc.).      
Seeking professional counselling and help for family difficulties.      
Believing we can handle our own problems.      
Participating in church activities      
Defining the family problem in a more positive way so that we do not 
become too discouraged. 
     
Asking relatives how they feel about problems we face.      
Feeling that no matter what we do to prepare, we will have difficulty 
handling problems. 
     
Seeking advice from a minister.      
Believing if we wait long enough, the problem will go away.      
Sharing problems with neighbours.      
Having faith in God.      
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Appendix 34: Transition Program - Young Person's Information Package and Family 
Information Package  
 
1Children’s Health Queensland Hospital and Health  Service
Queensland Paediatric Rehabilitation Service 
Children’s Health Queensland Hospital and Health Service
Queensland Paediatric Rehabilitation Service
Transition
A time of change
A guide for parents, carers & families
Great state. Great opportunity

1Children’s Health Queensland Hospital and Health  Service
Queensland Paediatric Rehabilitation Service 
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Queensland Paediatric Rehabilitation Service 
What is transition?
What is transition?
Transition can be viewed as any time in life when change occurs to one’s relationships, routines and life roles. For 
a teenager, the transition into adulthood is an important time in life; however, it presents particular challenges for 
youth with an acquired brain injury. Young people may face numerous barriers in achieving independence and they 
oft en need support from family and the community to make a successful transition into the adult world. Part of this 
transition involves the shift  from using child-based services to those that are adult orientated. 
Why do we need to transition?
As your young person becomes an adult it is no longer developmentally appropriate for them to continue accessing 
the children’s hospital and services. Let’s face it … the environment is designed for little children and young people 
may start to feel uncomfortable with this. In addition, the health professionals in these services specialise in 
children and so young people need to move to a service that can provide more specialised adult services to meet 
their needs.
What is the process involved?
During the last few years of attending paediatric rehabilitation services, steps will be taken to slowly work with you 
and your family to prepare for this change. This process may involve:
 » The young person spending time alone with their health professional to practice the skills they need to 
communicate with their health care team
 » Discussing the development of skills required for independent living
 » Working with all the service providers involved in your young person’s care, who are also involved in assisting 
young people become young adults. This may include schools and local therapy services
 » Identifying and helping you connect with services available to provide support to your young person once they 
have fi nished with children services
 » Providing you with emotional support during this time of change.
For more information on this transition process, contact QPRS on 36365400.
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Where do I now access help 
for my young person?
Over the next few years, the support needs of your young person will vary and may not be just health related. 
Some potential services that might be of help include:
 »  General Practitioner: for all medical concerns. They will then be able to direct you to an appropriate 
specialist if required
 »  Community Health Centre: for physiotherapy, occupational therapy, dietetics, social worker services, 
speech and language pathology, podiatry and nursing
 »  Centrelink: for fi nancial concerns
 »  Employment agencies: for assistance in gaining employment
 »  Lifestyle support agencies: for social and recreational participation
 »  Carers Queensland: for support for you as the carer.
Some families fi nd that they start to rely less on formal services and start to develop support networks that can 
provide information and assistance as required. These informal supports can include:
 »  Extended family members
 »  Family friends
 »  Connections made at local sporting clubs
 »  Connections made with community support networks (e.g. carers associations and brain injury support 
groups)
 »  Religious organisations.
If your young person requires ongoing specialised medical care, we will support a referral to the adult health 
services and assist you to transfer your medical records to this service. We will also talk with you about the 
available services.
Sometimes, it can be hard to know where to start looking for services to help you when a situation arises. 
We recommend that you contact Synapse (see below) in these situations.
Synapse     
Synapse has a Community Response Service for all 
issues relating to acquired brain injury. All calls are 
answered by a Community Response Offi  cer who will 
listen to the concerns of the caller, discuss the types 
of assistance or information that may be appropriate, 
and facilitate ways the caller can access the required 
support. All calls will be dealt with in strict confi dence 
and the privacy of the caller will be maintained 
at all times. The caller does not have to identify 
themselves.
Other services Synapse can provide for a cost include 
training and education, accommodation, lifestyle 
support services, and assessment and options planning.
Contact details:
Level 1/262 Montague Road, West End, 
Brisbane QLD 4101 
Tel: +61 7 3137 7400   |  1800 673 074 (outside Brisbane)
Email: info@synapse.org.au  
www.synapse.org.au
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Support schemes and concession cards
Companion card
This is designed for people with a disability who require an attendant for care support to participate in community 
activities. Attendant care support includes signifi cant assistance with mobility, communication or self-care. It is not 
for simply company or reassurance. It promotes fair ticketing for people who need this level of support by removing 
the fi nancial barrier of the costs of additional tickets for the carer when accessing community events.
Department of Communities
www.communities.qld.gov.au/communityservices/community-support/queensland-companion-card
Tel: 13 74 68
Taxi subsidy schemes
The Taxi subsidy scheme entitles the applicant to a subsidy of half the total taxi fare, up to a maximum subsidy 
of A$25.00. To be eligible for membership of the taxi subsidy scheme, you must fully meet at least one of the 
eligibility criteria listed below: 
 » Physical disability requiring dependence on a wheelchair for all mobility outside the home
 » Severe ambulatory problem that cannot functionally be improved and restricts walking to an extremely 
limited distance
 » Total loss of vision or severe visual impairment (both eyes)
 » Severe and uncontrollable epilepsy with seizures involving loss of consciousness
 » Intellectual impairment or dementia resulting in the need to be accompanied by another person at all 
times for travel on public transport
 » Severe emotional and/or behaviour disorders with a level of disorganisation resulting in the need to be 
accompanied by another person at all times for travel on public transport.
Queensland Government: Transport and Main Road
www.tmr.qld.gov.au/Business-industry/Taxi-and-limousine/Taxi-subsidy-scheme-and-Vision-Impairment-Travel-
Pass.aspx
Tel: 1300 134 755
Parking permits 
There is now an Australia-wide disability parking permit that can be used anywhere in the nation. The disability 
parking permits are issued to people who have signifi cant walking diffi  culties resulting from a medical condition 
or disability. The previous Queensland state scheme has been replaced and the previously issued blue permits 
are no longer valid. Under this new scheme, permits are no longer issued based on intellectual, psychiatric, 
cognitive or sensory impairments.  For applications and further information, contact the Department of Transport 
and Main Roads customer service centre on 3834 2011.
Airline concession
QANTAS carer concession cards are distributed through NICAN. The carer concession card allows clients to have a 
carer with them on the plane for their trip. The carer concession card is only applicable to those clients that require 
a carer with them at all times during a flight. The concession card is not available to clients who only require 
assistance in embarking and disembarking a plane. 
Children’s Health Queensland Hospital and Health  Service
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Behaviour: 
Is it head-injury related or typical teenagers?
A common question family members oft en have is: does my young person act this way because he or she 
has a head injury or because he or she is a teenager?
Aft er a head injury, people may oft en experience decreased:
 » motivation to do things
 » initiation to do things—needing constant support to get started
 » insight into their abilities—thinking that they are more capable then they are
 » judgement—poor evaluation of risks in situations or a decreased understanding of how decisions will aff ect 
others
 » social and communication skills.
As you can see from the list, these behaviours oft en reflect those commonly seen within a teenager. Therefore, 
it might be said that young people act this way both because they are teenagers and because they have a head 
injury.
Parents will also oft en ask if their young person will ‘grow out of it’. In some circumstances, the young person 
will. Oft en, young people with a head injury do develop skills and abilities similar to their peers but oft en just 
take a little longer to do this. However, for some young people, these behaviours are the direct result of their 
brain injury and therefore although they may show some improvement in these areas, these issues may never 
resolve.
If some of these issues are of particular concern for your young person and it is aff ecting their lives and those 
of your family, it is recommended that you talk to a health professional about these. This can be with QPRS team, 
your General Practitioner, or your adult rehabilitation specialist. You can also contact Synapse for 
further information.
Head injury: the hidden disability
Acquired brain injury (ABI) is oft en referred to as the ‘hidden disability’. Many of the problems people with 
ABI face are not visible or do not appear to be that serious. Physical issues can be obvious, yet it is oft en 
the ‘unseen’ changes to the way a person thinks that can pose the greatest diffi  culties. There is generally a 
lack of understanding about the consequences of brain injury and the number of people aff ected within the 
community.
As your young person moves out of the school environment, they may experience issues that arise due to the 
general community’s lack of understanding of acquired brain injury. Sometimes people with a brain injury are 
assumed lazy or just diffi  cult to get along with. As a result, the diffi  culties people with brain injuries face are 
easily overlooked or misunderstood and people are oft en left  unsupported and isolated.
As a caregiver of a person with a head injury, you may have to continue to express and advocate for your 
young person’s needs to the community. Self-advocacy is also a skill that you may try to encourage within 
your young person. For further support on self-advocacy and information to assist educating the community, 
you can contact Synapse.
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Disclosure
Knowing who and when to tell someone about their head injury can sometimes be challenging for people. 
Sometimes young people do not realise that everyone does not need to know about their personal information, 
and other times they might be too private and do not tell the right people who can help them participate more 
within the community.
There may be some benefi ts to disclosing at the workplace as it may:
 »  enable supports to be provided to help them learn new things
 »  help to avoid misunderstandings
 »  help to educate others regarding the impact head injuries have on people
 »  allow changes to be made in the workplace so that they can do what you need to do.
Changes may include:
 » being flexible with expectations to match their fatigue levels
 » obtaining equipment to help them with physical tasks
 » writing things down so that they can remember.
Some people worry about disclosure because they fear they may be:
 » discriminated against
 » denied opportunities
 » denied certain entitlements
 » pitied by others
 » or that it might impact upon their privacy.
Disclosure is a personal choice; however, young people may need some guidance when making this decision. 
To help your young person think this through, a great help is the ‘Choosing Your Path, Disclosure: It’s a Personal 
Decision’ program, which is available at: http://pubsites.uws.edu.au/ndco/disclosure/intro_stuemp.htm
For further information: 
QPRS Transition Coordinator 
Email: QPRS_Transition_coordinator@health.qld.gov.au
For advice on how to disclose to an employer, see http://jobaccess.gov.au
For legal information if you are concerned about discrimination, see www.legalaid.qld.gov.au 
Children’s Health Queensland Hospital and Health  Service
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Balancing risk and independence
Growing up involves taking risks—this is normal as young people ‘test the waters’ and move towards independence 
and adulthood. Risks are of many types. Some are social, for example, inviting someone on a date for the fi rst 
time; and some are emotional, such as talking about fears. The risks that most concern parents are usually those 
that might cause physical harm. Sometimes young people do dangerous things deliberately; sometimes they just 
do not see the risks. 
One of the important things parents do is to help young people learn to manage and judge risk. This may involve 
them learning what the outcomes of some risk-taking behaviours are and learning how to respond in the event that 
the risk becomes dangerous. Parents who encourage independence and allow a manageable element of risk are 
showing optimism and confi dence in their young person. 
Decisions about risk crop up all the time—your young person may want to go to the shops alone, go to a party or 
socialise with people you do not know, go to nightclubs, and even learn to drive. Ask yourself: 
 »  Does he or she have the necessary skills? 
 »  Can I trust him or her to follow the rules? 
 »  What are the likely risks, including risks to others?
 »  Are there dangers outside his or her control?
 »  What would make it safe?
It may be tempting to put physical safety above all else, but saying ‘no’ too oft en can have a cost. Young people 
lose confi dence, rebel or simply miss out.
Acquired brain injury and risk
The pitfalls and dilemmas faced by all parents can be magnifi ed when the young person has an acquired brain 
injury (ABI). The young person may be less capable of anticipating danger, judging risk, or showing self-control. 
It may be harder to learn the skills needed to be safely independent. These might be physical skills, and/or skills 
related to behaviour, judgement, memory and perception. 
Impulsive behaviour can place the young person at risk. Loss of confi dence, self-esteem and friendship networks 
may make the young person more susceptible to the influence of peer groups, as he or she tries to impress, fi t in, 
and make friends. 
At the same time, if you try to protect your young person by restricting them more than others of their age, this can 
also aff ect their self-esteem and relationships with other young people.
What protects young people from risk?
Research has shown that some of the most important factors that protect young people from becoming involved in 
some of the riskier activities include:
 » a strong and caring family
 » a sense of connection to family
 » open lines of communication
 » a pro-active approach to solving problems
 »  having a good relationship with an adult outside the family—someone who believes in the young person.
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Managing risks
It is always important to equip young people with the skills, knowledge and confi dence to say ‘no’ to things they 
do not want to do. At the same time, risky activities are a normal part of growing up, and it is imperative to try to 
minimise any harm that may result. 
Where ABI is present, there are further considerations. For example: 
 » Can the young person understand and remember instructions, rules or laws and apply general rules to specifi c 
situations? 
 » Are impulsivity and poor judgement an issue? 
 » What sort of training or instruction does the young person need to maximise the chances that he or she will act 
responsibly and safely?
The following strategies may help: 
 » Set sensible and fi rm limits based on your family’s values and respect for laws and regulations. 
 » Be a good example and role model. 
 » Try to keep the communication lines open within the family—listen to what your children have to say, and 
respect their point of view (even if you do not agree with it). 
 » Provide a ‘safety net’ of appropriate supervision—be aware of their friendships, know where they are at night, 
and be awake when they get home.
Thanks to Synapse for permission to use their material for this fact sheet.
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Caring for yourself
Caring for a loved one can be a 24-hour a day task, which can be demanding both physically and emotionally. Most 
carers will say that sometimes they feel overwhelmed and unable to cope, and have doubts about how they will.
To ensure your young person is well looked aft er, it is important that you care for yourself.
The fi rst step may be asking yourself some health-related questions:
 » Are you getting enough rest/sleep?
 » Are you eating regular meals?
 » Are you getting regular exercise?
 » Do you have regular times for relaxation and leisure? 
 » Do you have someone you trust to talk to about how you feel?
Respite
Respite refers to some ways of getting a break from the role of carer to allow you to attend to your own needs and 
re-energise for the ongoing care of your young person. It involves services providing care of your young person 
while you take a break. This can occur in your own home, in centres set up for this purpose or while your young 
person is supported to participate in community activities.
Commonwealth Respite and Carelink Centre can provide:
 »  information on respite services available
 »  support services available for cares
 »  referral to appropriate service providers
 »  respite in emergency, short-term or planned care situations
 »  emotional support.
When you are feeling overwhelmed, it may be helpful to talk with a person who listens and may be able 
to guide and assist. These people could include:
 » family, friends, GP
 » services such as: 
Commonwealth Respite and Carelink Centre  
Tel: 1800 052 222
www.commcarelink.health.gov.au
Queensland Carers Australia 
Tel: 1800242636
www.carersqld.asn.au
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Long-term future
The future will always hold some degree of uncertainty and sometimes things happen unexpectedly. Some families 
feel more comfortable if they have thought through and made plans for when these things may happen.
Some questions you may like to consider and possibly talk through with may include:
 » How much care will my young person require aft er they become an adult?
 »  Who is available to care for my young person if they are unable to care for themselves?
 »  What are the fi nancial considerations regarding the level of care my young person may need during adulthood?
The answers to these questions are diff erent for every person depending on:
 »  your cultural and family beliefs
 »  resources available to the young person.
Services that may be able to assist you plan for the future include:
 »  lawyers and legal aid – to advise how to legally provide a plan for unexpected events. 
www.legalaid.qld.gov.au or 1300 651 188
 »  Department of Communities: Disability and Community Services – to provide information support and referral 
to care providers who provide support. They may also be able to provide potential fi nancial support in some 
situations. See www.communities.qld.gov.au, Tel: 1800 177 120 or contact your local customer service offi  ce.
Children’s Health Queensland Hospital and Health  Service
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Grief: A response to children growing up
What is grief?
Grief is our response to loss. It is the normal, natural and inevitable response to loss, and it can aff ect every 
part of our life, but it is varied and diff erent for diff erent people. We may experience intense feelings such as 
sadness, anger, anxiety, disbelief, panic, relief or even numbness. Sometimes, grief can cause diffi  culty in 
sleeping and can lead to physical symptoms. If these symptoms persist, check with your doctor to exclude other 
causes.
A child growing up
As a child grows older, some parents experience a sense of loss as they realise that their child is changing into 
a young adult. Some parents may fi nd this a confusing time because there is a sense of sadness about how life 
is going to change but, conversely, there is a sense of excitement about the future.
For parents of young people with a head injury, this sense of loss maybe complicated by:
 »  feelings of intense protectiveness for the young person because they have been so reliant on parents 
as they have recovered
 »  young person not being able to fulfi l some of the hopes and dreams they had due to the head injury.
As a young person becomes an adult, there are many things within society that change, not just for the young 
person but also for the family. Some of these include:
 »  loss of connection with schools and teachers who have been supportive over the years
 »  loss of connection to other support services (such as hospitals and therapy services) who no longer can 
support young people when they turn 18
 »  loss of control and ultimate decision making regarding where the young person goes, what they spend their 
time doing and who they spend their time with.
Grief is a very normal response to loss or change, but sometimes it can feel a little overwhelming. In these 
situations, it might be useful to talk with someone about your feelings. This could be a trusted friend, a social 
worker, counsellor or your General Practitioner.
For further information, see www.grief.org.au
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Helping your young person take 
responsibility for his or her own health
Now that your son or daughter is becoming an adult, it might be time to start encouraging them to take more 
responsibility for his or her own health. Things that you can encourage your young person to do include:
 »  taking responsibility for taking their own medication at the right times, with less prompting from you. 
Ask if they know what the medication is for, what doses they have and get them to tell you when the 
script needs fi lling
 »  getting them to fi ll the script as needed—they might need to see you do this a few times before they can 
do it themselves
 »  scheduling appointments with the doctors—if they are sick and need to go to the GP, get them to fi nd 
the number of the GP and be with them as they make a call to ask for an appointment
 »  going to part of the medical appointment by themselves—this makes them less reliant on you telling the 
doctor on what has been happening. They might need to talk with you about what to say before they go 
in and get them to write it down if you think they will forget
 »  let them take the responsibility for following the doctor’s instructions—encourage them to write the 
instructions down to help them remember what to do
 »  get them to look aft er their health equipment. They should know how to clean them, and who to contact 
if they get broken.
It might be helpful to keep all of their health information in the one place at home and get them to refer to this 
when they have a question.
Maintaining good health is important so that they can do the things in life they want to do. Therefore, it is 
important to encourage your young person to have a balanced health lifestyle. Some important tips are outlined 
below.
Eat well
Eating well is important because food supplies the energy nutrients that our bodies need to work and stay 
healthy. Unhealthy eating may lead to serious long-term health problems. Some helpful suggestions include:
 »  Maintain a balanced diet. Do not forget to eat fruit and vegetables and try to reduce the amount of fat 
and sugar in your diet.
 »  Drink plenty of water—do not wait to you are thirsty. Try to drink about two litres each day. 
 »  If you would like further advice on this, you can see a dietician who can help you explore healthy food 
choices.
Rest
Our bodies and minds need rest to recover and re-energise. If they do not get enough rest, then they might fi nd:
 »  their thoughts go slower
 »  it is diffi  cult to make good decisions
 »  muscles do not work as well and you become more clumsy.
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Some tips for getting enough rest may include:
 »  take a break when tired
 »  maintain a good sleep pattern—wake up and go to bed at a regular time
 »  do not do anything too energetic just before bed
 »  dealing with things that are worrying you.
Get out and about
Leisure
All work and no play is not a good idea either. It is all about balance. It is important to remember:
 »  make time for friends
 »  fi nd a hobby or leisure activity you enjoy doing. It is a good idea to try a few diff erent things to fi nd 
one that really suits you.
Exercise
Exercise is important in keeping your body fi t, especially if your young person has spasticity or muscle 
weakness. For more suggestions on this, visit http://www.healthier.qld.gov.au.
Work
It is a good idea for people to do things that are important to them that involves them in the community. This 
can be paid employment, volunteer work or just being involved in a local community group. Work can also be 
those things that they do to help around the home, such as chores. 
Young people might need support in planning their time to include all of these things. Maybe they can use a 
calendar, diary or smart phone to help with this process.
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Health professionals 
Since their head injury, your young person would have had contact with many health professionals. It is typical 
however, that they tend not to know which health professional has the knowledge to help them with what 
issue. Here are a list of some of the professionals that they might need in the future and what services they 
might be able to provide.
General Practitioner
A General Practitioner, oft en known as a GP, is the local doctor who people go to see when they are feeling sick 
or have a question about their health. It is a good idea to encourage your young person to visit their doctor at 
least once a year for a check-up, even if they are feeling well, to maintain a good relationship with them. GPs 
will also be the starting place for a referral to any medical specialist they may need in the future. For example, 
if they develop a concern about their heart, they can recommend (refer) them to a heart specialist. If they need 
some support for their mental health, they will be able to recommend (refer) them to a psychologist. Your GP 
will also know about special government programs that may help reduce the cost of medical care.
Dentist
Dentists help your child care for their teeth. Wisdom teeth can oft en be a common concern during young 
adulthood.
Public dental services
Public dental services are dentists that are subsidised by the state government to off er basic care to children 
and adults holding a health care card or pension card. They may charge a small fee, depending on the 
treatment, but overall, they are much cheaper than a private dentist.
Private dental services
To fi nd your nearest dentist, look in the Yellow Pages under ‘Dentists’ or Google dentists in your local area. If 
you have private health insurance, some of the cost will be covered for you. Some private health insurers will 
cover the cost of two check-ups per year, but it has to be a dentist on their ‘approved list’.
Optometrist
An optometrist examines people’s eyes for vision problems and sells glasses or contact lenses to correct them. 
If they already have glasses, they should have their eyes checked every 12 months to two years. If they do not 
have glasses, then they should see an optometrist if:
 » they have blurry vision either with objects up close or far away
 » their eyes start to have tears or watery eyes
 » they have spots, strings or flashes of light in their sight.
Most optometrists bulk bill, which means that they do not have to pay for their eye test. There will be a cost 
for the glasses if they need them, but if they have private health insurance, then the cost of glasses is less. 
Optometrists can be found at your local shopping centre, by Googling optometrists in your local area, or by 
looking up the Yellow Pages. Once they have chosen one, call to make an appointment and take your Medicare 
care with them.
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In some situations, your young person may have been regularly reviewed by an ophthalmologist. When your 
young person turns 18, they should explain to you if these reviews need to continue. If they do, then they will 
organise a referral to an adult ophthalmologist.
Psychologists
Psychologists assist people with everyday problems such as stress and relationship diffi  culties, and some 
specialise in treating people with a mental illness such as depression, anxiety or psychosis. They help people 
to develop the skills needed to function better. Psychologists cannot prescribe medication. Their treatments 
are based on changing behaviour and emotional responses without medication. Through a referral by your GP, 
you may be able to get up to 10 sessions in a calendar year using a Medicare rebate that means that this will be 
cheaper. Ways to fi nd a psychologist include:
 » looking up the Yellow Pages
 » searching the ‘fi nd a psychologist’ webpage on the internet: 
www.psychology.org.au/FindaPsychologist/
Physiotherapist
Physiotherapists treat patients with physical diffi  culties resulting from illness or injury. Physiotherapists 
work with people to improve their movement and function, and reduce pain. It might be a good idea to see 
a physiotherapist if your young person experiences:
 » pain in their muscles or joints (back, neck, shoulder, arm, hip, knee, leg, foot)
 » an injury to their muscles when playing sport
 » diffi  culty moving and stretching a joint (knee, ankle, hip) because their muscles are tight.
They can talk with their GP about programs that might reduce the cost of these services. Ways to fi nd 
a physiotherapist include:
 » looking in the Yellow Pages
 » searching the ‘fi nd a physiotherapist’ webpage on the internet: 
www.physiotherapy.asn.au/APAWCM/Controls/FindaPhysio.aspx
Dietician
Dieticians provide advice and education on healthy eating habits to treat specifi c illnesses and to promote 
general health and wellbeing. They can work with them to make changes to thier diet to help achieve a healthy 
weight and well-balanced diet, manage food allergies or intolerances, advise on specialised tube feeds or 
manage any other diet-related issues.
It is a good idea to see a dietician if they are having trouble losing or gaining weight, are receiving tube feeds, 
if they need to restrict certain foods from their diet, or if they just need some good advice about eating and 
drinking well.
To see a dietician in the public system, they will generally require a referral from their medical specialist in 
the hospital. They can also see a dietician in the private system by talking to their GP, or visiting the Dietician 
Association of Australia website to fi nd a dietician in the local area (www.daa.asn.au).
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Talking with doctors and 
other health professionals
For some young people, talking with professionals about their health can be a little overwhelming. Here is a 
process that you can talk about with your young person that might assist them. It is called the ‘GLAD’ principle, 
which stands for Give, Listen, Ask, Decide, Do. This tells the young person what they should do and talk about 
when visiting a doctor. The young person should:
Give 
 »  information about how they are feeling
 »  information about what they have done to help themselves
 »  information about their past history if it is not known
 »  information about how their everyday life is being aff ected (a health diary might be helpful)
 »  honest answers.
Listen
 »  to what the people tell them about the condition and how they can reduce the eff ect it is has on their life.
Ask
 »  any questions they have about their health (it may help to write these down before they see the doctor/
health professional so they do not forget any important questions may have)
 »  if they don’t understand something the doctor has said. Sometimes, doctors use unusual words or speak 
too quickly, so they young person may have to ask them to explain it again in a diff erent way. These are 
some useful examples of what they could say to a doctor/health professional if they have not understood 
everything:
Please tell me more about that?
Could you explain that to me again?
Could you write that down for me?
Is there is something you can give me to read?
Decide 
 »  what they want to achieve with their health. They should get involved in making decisions about how they 
want your health care to be managed
 »  at their appointment what they need to do next
Do
 »  their part in following the action plan
 »  be a useful member of their health care team
Children’s Health Queensland Hospital and Health  Service
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Things for families to be aware of when 
moving to adult health services
The move to adult services is oft en complicated because these services operate a little diff erently than children 
services do. However, once people know how they work, families tend to manage the change fi ne.
 
Diff erences in the adult services to be aware of:
 »  Adult health services tend not to perform regular reviews just to check to see how things are going. They 
tend to be very focused on function and only see you when a concern arises. They are not able to provide 
maintenance therapy within the public system—you will have to seek private fee for service agencies for this.
 »  Adult services expect the young person to initiate and drive the health care process. They expect a certain 
level of self-motivation and compliance with therapy program. If the young person is only there because 
their parents tell them they have to, and they do not implement the strategies at home, then chances are the 
young person will be ‘discharged’ prior to achieving the goal.
 »  Adult service are short term, goal focused and are oft en time limited. Without a goal, there is no service.
 »  If your young person forgets an appointment, adult services require that you contact them to reschedule this 
appointment. They will not be automatically rescheduled.
 »  Adult health services are usually reactive not proactive—they see you once the problem arises.
 »  There is less coordination of adult health services: whereas you might have been able to see all your doctors 
and therapist at the children’s hospital, in adult services, you might have to see diff erent professionals at 
diff erent locations. There is oft en no one central person you can talk to about your concerns and therefore 
your young person will have to talk and coordinate things with a variety of diff erent people.
 »  Changes in the role of the family member—in adult services, families are not excluded from care but the 
priority and direction is usually taken from the young person.
 »  Financial considerations: there are oft en less subsidies provided for equipment/consumables for adults.
 »  Waiting lists: there are usually longer waiting lists for adult support services then you may have experienced 
within the children service.
Adult health services are very experienced and want to partner with your young person to address issues that 
impact on their ability to participate within the community.
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Consent and confi dentiality
As young people age, they are encouraged to become more active decision makers in their health 
care. However, to consent to medical treatment, one must be capable of forming sound and reasoned 
judgments. Once a person turns 16, it is generally assumed by the law that one has full capacity to 
consent, if the treating medical team are confi dent that the person understands the treatment and its 
consequences. Parents can only agree to or refuse medical treatment on one’s behalf if they are not able 
to make their own decisions. In this case, the decision must be made in the person’s best interests. 
Young people are able to include their parents in their health decisions at any time. Parents also may 
still be involved in the consultation but the doctors will expect that the young person will start to speak 
for themselves during the appointment. 
At times, young people also may wish to discuss medical concerns with their doctor without their 
parents or caregivers being aware of the nature of their concerns. In these situations, a doctor can only 
decide to disclose their confi dential health information if they believe:
 »  that the young person is not able to understand the decisions they are making
 »  they consider it to be in their best interests.
In these situations, they could disclose confi dential health information to people who have an interest 
in the young person’s health like a parent or guardian. The law says that doctors (and sometimes nurses) 
must report certain things like thoughts of suicide, infectious diseases or when they think someone is at 
risk of serious harm. 
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Emerging sexuality (a parents guide)
Both surging hormones and the wish for a successful social life fuel teenagers’ interest in sex. For parents, 
adolescence can be challenging. For young people, it is exciting and potentially risky, and ABI can increase 
these risks.
For example, where judgement, planning skills, social skills and self-esteem are all aff ected, a young person 
is at higher risk of unplanned pregnancy, sexually transmitted disease and sexual assault. These young 
people may be vulnerable to being exploited and manipulated, and sexual activity may be a response to 
feeling isolated. Impulsiveness can further increase the risk. 
Reduced self-esteem and self-confi dence, and decreased social skills, can aff ect a young person’s ability 
to develop relationships and be accepted by others. In addition, some people with ABI lose the normal 
inhibitions we place on our behaviour. They may do and say inappropriate things—for example, use sexually 
explicit language or masturbate in public—and this inevitably aff ects the way others relate to them. 
Physical disability following brain injury can aff ect a young person’s ability to engage in sexual or self-
pleasuring activity, and an injury during adolescence—a time when acceptance by peers is so important—
can have a devastating eff ect on self-image and self-esteem.
Sex education and guidance
To negotiate these years safely and successfully, all young people need to learn about their sexuality. They 
need to know how to avoid risks to their health and their social and emotional development, and fi nd 
positive and healthy ways to express their sexuality. 
The risks involved in sexual behaviour have changed over time. Unplanned pregnancies have decreased—
but the risks of sexually transmitted disease, including HIV/AIDS, are real. Attitudes towards homosexuality 
are more positive—but young people can still feel shame, guilt and regret about their sexuality. 
Having information is a good fi rst step. It does not prevent all problems—adolescents are not always able 
to put theory into practice. However, research shows that teenagers who receive appropriate sex education 
tend to delay fi rst intercourse, use contraception and avoid pregnancy. Of course, family input is crucial, 
too.
Like their peers, young people with ABI need:
 »  informal education, at all ages, on sex and self-care—such as having their questions answered by 
trusted adults
 »  formal sex education, such as that provided by schools. 
Young people with ABI oft en need extra time to absorb information and learn self-care, for example, 
managing monthly periods for a young woman. In addition, a young person with ABI who thinks concretely 
may need to practise skills in a variety of specifi c situations—it may be very diffi  cult for them to generalise 
from one situation to others. 
Young people with ABI are also more likely to need very fi rm, clear guidelines about what is appropriate. 
A degree of tolerance is needed—if they do or say inappropriate things, shaming or punishment does not 
help. The issue needs to be dealt with quietly and fi rmly, without condemning the person. 
Sometimes, a trusted adult or young person outside the immediate family is in a better position to provide 
information, support and advice. 
For an extensive catalogue of information and services relating to relationships, sex, sexuality and sexual 
health when someone has a disability, contact your local Family Planning Association.
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When young people are sexually active
Young people with ABI who are sexually active may be at risk because of poor judgement, planning and follow 
through, and/or of social awareness and skills. For example: 
 »  They may be less likely to use ‘safe sex’ methods to prevent infection or unwanted pregnancy.
 »  They may be more likely to deny symptoms of infection.
 »  If they have an infection, they may delay seeking treatment or not complete a course of treatment, 
especially if symptoms decrease. 
 »  They may not inform their sexual partners about any diagnosed infection they have. 
These are diffi  cult issues for parents to address at the same time as respecting their young person’s privacy. 
You may be able to go with your young person to the doctor, or get a friend to go, or rehearse with the young 
person what they will say to the doctor. 
Thanks to Synapse for permission to adapt their material for this fact sheet. 
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Acquired brain injury and mental health
Ups and downs are a normal part of life. Teenagers in particular have wide swings of mood as they learn to 
deal with increasing independence and a changing body. This is to be expected; it is a normal part of growing 
up, though it can oft en be demanding to live with. 
However, sometimes changes in behaviour are the fi rst sign of something more serious. Many children with 
Acquired Brain Injury (ABI) can remember how they were before the injury, and adjusting to the changes can 
be very diffi  cult. Changed abilities, disrupted schooling, and loss of friendships can cause great unhappiness, 
and young people oft en become depressed as they gradually become aware of the full impact of their ABI. 
If depression is severe or prolonged, it can interfere with a young person’s normal development and increase 
the risk that they will harm themselves in some way. Anyone with depression of this nature (whether or not 
they have ABI) needs treatment for their depression—and depression can be successfully treated. 
The young person may fi nd it helpful to talk about what he or she is experiencing. Sometimes it is easier to 
talk to a friend or professional rather than a family member. 
ABI may cause problems with thinking and speech that make it harder to talk through problems, so it is 
particularly important to teach concrete ways to help the young person cope. However, even if speech and 
thinking are limited, the young person can oft en communicate their sadness and distress. It is important to 
listen to what your young person is saying rather than how he or she is saying it—simply having someone 
listen and care is a help.
Can acquired brain injury lead to mental illness?
Mental disorders can occur in anyone, and are common in our society. Most disorders do not have a single 
cause, but result from a complex combination of events and conditions, including the person’s biological 
and inherited make-up, their psychological make-up and skills, and their family, social and community 
environment. Risk factors such as stress increase the likelihood that a person will develop a mental disorder. 
Conversely, protective factors help people to cope with adversity such as an easy temperament, a strong 
and supportive family and school environment, and a sense of belonging. Adolescence—particularly later 
adolescence—is the time when mental disorders are at their most common. 
Many young people with ABI will not develop a mental disorder, but some inevitably will. Each young person’s 
level of risk and protective factors will be diff erent, but some of the eff ects of ABI do increase the risk of some 
mental disorders. For example, ABI can erode a young person’s confi dence and self-esteem, and behavioural 
problems can put teenagers and young adults at high risk of becoming socially isolated and without friends.
Symptoms of a mental illness
Parents are the people most likely to notice signs of a mental illness or emotional disorder. The signs can 
be diffi  cult to identity, as many resemble the eff ects of ABI. They include: 
 »  rigidity in thinking and behaviour
 »  unwarranted worry or anxiety and inability to cope with day-to-day problems
 »  changes in sleeping or eating habits
 »  aggression (verbal or physical) towards others
 »  excessive fear and feelings of persecution, paranoia
 »  recurrent nightmares and seeing, hearing or experiencing things that are not there
 »  depression or social withdrawal
 »  diffi  culty ‘getting going’. 
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What to do
If you are concerned about your young person’s mental health, it is important that you seek help. 
This can be from
 »  your GP
 »  counsellor, psychologist or social worker.
For further information
Lifeline   www.lifeline.org.au
Tel: 13 11 14
Beyond Blue  www.beyondblue.org.au
Tel: 1300 22 4636
Kids Helpline
Tel: 1800 55 1800
Thank you to Synapse for the information that was adapted for this information sheet.
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Medicare card
If they have not already done so, your young person can apply for a Medicare card of their own. They can do this 
by completing an application form (you can download one from internet or pick one up from your local Medicare 
offi  ce). They will also need to provide two forms of identifi cation.
Medicare Safety Net
The Medicare Safety Net provides families and individuals with fi nancial assistance for the out-of-pocket 
expenses associated with out-of-hospital medical services connected to the Medicare Benefi ts Schedule 
(MBS). Once you meet a Medicare Safety Net threshold, you may be eligible for additional Medicare benefi ts 
for out-of-hospital MBS services for the rest of the calendar year. 
PBS Safety Net
What is the PBS Safety Net?
If your young person needs many medicines in a year, the Safety Net helps them with the cost of their 
medicines. Once they reach a Safety Net threshold, they can apply for a PBS Safety Net card—then their PBS 
medicine will be less expensive.
What do they need to do?
They need to keep a record of their PBS medicine on a Prescription Record Form (PRF), which you can get from 
the pharmacy. Each time they have a PBS medicine supplied, give the form to the pharmacist so it can be 
recorded. Once they have reached the threshold, they will be issues a card that will entitle them to reduced 
priced prescriptions.
For more information,  see www.medicareaustralia.gov.au , or Tel: 132 011
Health Care Cards
If your young person is on a Centrelink payment, they may be eligible for a health care card. A Health Care Card 
entitles you to cheaper medicines under the Pharmaceutical Benefi ts Scheme (PBS) and various concessions 
from the Australian Government –these could include: 
 » bulk billing for doctor’s appointments (this is your doctor’s decision)
 » more refunds for medical expenses through the Medicare Safety Net.
State and Territory Governments and local councils may off er concessions, such as:
 » energy and electricity bills 
 » health care costs including ambulance, dental and eye care 
 » public transport costs 
For further information, contact Centrelink www.centrelink.gov.au
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Private health insurance
In Australia, the public health system Medicare covers most Australian residents for health care. However, 
Medicare does not cover everything and so people can choose to take out private health insurance to give 
themselves more choice in health care.
Private health insurance requires people to pay a fee (premium) and in return, when they need to access health 
care, the insurance company will cover the cost of this. The amount that they cover diff ers depending on the 
health insurance company so always check beforehand.
There are two types of cover off ered. The fi rst is hospital cover, so if you require a hospital stay and procedure 
then this is covered. The second cover oft en referred to as extras cover is for all the therapy that can occur 
outside of the hospital. Each health insurer covers diff erent therapies so it is best to talk with them to fi nd out 
what they can do for you.
As parents, if you already have health insurance, your young person can be covered by this until they turn 21. If 
they are studying, they may cover them for longer. Please check with your insuring company.
How to obtain private health insurance
There are many diff erent deals available so it is important to get the one that is right for your young person. 
Things to consider include:
 » What health services do they cover?
– hospitals
– therapies—what types, how much of each therapy will they cover (some services have a limit to 
    the amount of therapy you are able to claim each year).
 » Will there be additional costs at the time of the health service?
– Excess—the amount of money you pay and they will pay the remaining
–Gap fee—the insurer will sometimes only pay a percentage of the cost of the therapy service and
   you will have to pay the rest.
 » How much is the premium (fee you pay)?
Some helpful tips
 » Help them write a list of what is important for them to have in their health insurance.
 » Help them to call at least three health insurance companies and talk with someone about whether what 
they can off er matches what you want.
 » Use a comparison website like iSelect to compare health insurance companies.
See www.privatehealth.gov.au/healthinsurance/
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The seven basic health care rights
It is important when accessing health care that you and your young person are aware of your health rights and 
responsibilities. They are the same regardless of whether the service is for children or adults. 
Your rights include:
 » Access: you have a right to access health care services to address your health care needs. 
 » Safety: you have a right to receive safe, high-quality health services provided to you with professional care, 
skill and competence.
 » Respect: you have a right to be provided with care that shows respect to your culture, beliefs, values and 
personal characteristics.
 » Communication: you have the right to receive open, timely and appropriate communication about your 
health care in a way you can understand.
 » Participation: you have the right to join in making decisions and choices about your care and about health 
service planning.
 » Privacy: you have a right to the privacy and confi dentiality of your personal information.
 » Comment: you have the right to comment on or complain about your care and have your concerns dealt with 
promptly and properly.
How you can help us help you
There are a number of things patients can do that will help the hospital to provide better care.
Information you should provide the hospital staff :
 » your medical history and any treatment or medication you were receiving when admitted to hospital
 » any changes in your condition
 » any special needs you have
 » if you are unwilling or unable to follow any treatment instructions
 » if you require more information.
Consideration for staff  and other patients:
 » Try to keep your appointments. If unable to keep an appointment, advise the hospital as soon as possible. 
 » Be aware and considerate of the needs of other patients. 
 » Be courteous and respect the role of hospital staff . 
 » Be aware that hospitals have a special role in the training of health care professionals.
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Encouraging independence
Now that your child is becoming an adult, they might like to start becoming more independent. We recognise 
that no one is fully independent, and that each person has a diff erent capacity and relies on the help of friends 
and family to varying levels. 
This independence can take many forms, such as:
 » helping out around the house more
 » looking aft er their own needs, for example, making their own meals and snacks, taking their medication 
independently, doing their own fi rst aid
 » going out with friends more frequently or without supervision
 » getting to and from school independently using public transport
 » spending time at home alone.
We recognise that not all young people have the same skills and ability and that the highest possible level of 
independence is not the same for all people. Independence is not something developed overnight and is a 
gradual process whereby the young person is allowed the opportunity to try to learn new things. We have found 
that people with a head injury may need a little extra time to learn these ‘adult skills’ and therefore starting 
early, and giving them lots of opportunity to practice can be very helpful.
Some other helpful tips that may encourage independence include:
 » start talking about the future early with young people
 » encourage them to make decisions by off ering them choices
 » teach the young person how to get their voice heard—encourage them to do the talk for themselves 
but be there as back-up if required
 » allow opportunities for the young person to explore their interests and abilities
 » encourage them to take more responsibility around the house and for their own health care
 » decide as a family what areas of independence you want to focus on developing – do not try everything 
at once
 » clearly discuss with your young person the expectations you have of them if you allow them more 
independence.
Remember, it may not always be possible for you to be there to care for your young person so intensely, 
so by teaching them these independence skills, they are more likely to survive and participate within their 
community. Sometimes, it is not possible for the families to provide the intense training that some young 
people need to learn basic life skills. In these situations, community organisations provide living skills 
programs for young people post-school, which provides this experience and education. For further information 
on these agencies, you can contact Synapse Community Resource Team or the Department of Communities and 
Care Department intake offi  cer who will be able to provide you with a list of organisations. 
For some young people, it is never going to be possible for them to be independent and they will need support 
for most activities for the remainder of their life. In these situations, a young person can be encouraged to use 
their personalised communication methods, to assist in making some choices regarding their lives.
For other young people, due to physical limitations, they may require support to complete daily physical tasks. 
In these circumstances, young people need to learn how to politely but assertively express to the carers their 
needs and preferences.
For more information:
Synapse Community Resource Team, Tel: 3137 7400
Department of Communities and Care, Tel: 1800 177 120
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Accommodation
It is a big decision regarding whether your young person should move out of home. It can oft en create a variety 
of emotions within parents.
Questions that may assist this process include: 
 »  Do they want to live out of home?
 »  Can they aff ord to live out of home?
 »  What types of accommodation options are available and which might best suit them? 
 »  What location would suit them? 
 »  Do they have the skills to be able to live out of home independently or will they need someone to support 
them?
 »  Can they cook and clean up aft er themselves?
 »  Do they know how to access help when needed?
 »  Can they pay their bills?
 »  Can they shop?
 »  Can they get themselves out and about?
Accommodation options
Living with family
If your young person is keen to move out of home, but it is not currently realistic for them to do this 
independently, living with other family members (older sibling who has moved out of home, or an aunt or 
uncle) might be a fi rst step in the process. Some potential benefi ts might include: 
 »  less fi nancial burden on the young person 
 »  an environment that can encourage greater independence, with people who understand if they do not 
always achieve success
 »  reassurance for the parents that there is a supportive adult available to the young person.
Supported living units
For a fee, community service organisations to provide a range of supported accommodation services including 
group homes/community residential units, for people with a disability. The support is based on the individual 
needs and promotes community participation, relationship building, skill development and maintenance. 
Accommodation is usually off ered in shared housing with the residents supported by a team of staff  who 
usually work according to a roster. Funding for this may come from Department of Communities or from 
insurance funding. Places are limited and consideration is given to group dynamics amidst the residence. 
These houses are rarely specifi c to ABI and therefore your young person will probably be sharing with other 
people who have disabilities such as intellectual impairment and autism. For further information regarding 
organisations that can provide this, you can contact the community resource team at Synapse.
Share housing
This is a cheaper option of independent living whereby a group of people share the rental and utility costs of a 
house or unit. This group of people can be known to your young person (a group of friends) or people who they 
have not before. Share housing options can be found in your local newspaper, local community notice boards 
or websites such as www.gumtree.com.au or www.realestate.com.au
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Government housing
State and federal governments across Australia provide some housing that is commonly known a government 
housing or public housing. These houses are usually one, two or three bedroom and are provided in order 
of need or what is called ‘priority’. There are certain eligibility criteria such as having a disability or being a 
low-income earner. Some of these houses can be or have already been modifi ed for disability access. There 
are oft en waiting lists for this accommodation (possibly years long depending on the location for which you 
wish to apply) and therefore it is recommended that you consider this in your planning process. For further 
information, you can access the Department of Communities website: http://www.communities.qld.gov.au/
housing.
Private rentals
If over the age of 18, your young person might be able to sign a lease on a private rental. Private rentals can be 
more expensive, but you are given more choice regarding the location and the style of house or unit. 
The properties available for private rent can be located via local real estate agents, http://www.realestate.
com.au and http://www.domain.com.au. 
For more information regarding the responsibilities of rental agreement, you can contact the Residential 
tenancies authority on 1300366311 or visit their website: www.rta.qld.gov.au
Financial assistance
Moving out of home can be a signifi cant fi nancial cost. Things to consider:
 »  bond (usually four weeks rent)
 »  advance rent payment—usually two weeks
 »  connection fees associated with utilities such as electricity, gas, internet
 »  furniture and kitchen items required.
Some funding support options that may be available to your young person:
 »  rental assistance—from Centrelink if they are on a Centrelink payment
 »  bond loans—interest-free loans to people who cannot aff ord private rental bonds.
We recognise that this is signifi cant issue for young people and families, so please do not hesitate to discuss 
this further with the QPRS transition team.
For further information, contact: 
Centrelink www.centrelink.gov.au
Department of Communities www.communities.qld.gov.au/housing
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Helping your young person 
manage their money
An important step in gaining independence is being able to safely manage your money.
Money management must be learned and practiced. Consider teaching the following habits in everyday home 
and family life to better prepare your young person for ‘real’ life. 
 »  Discuss with your young person the diff erence between needs and wants. As basic as it sounds, many 
fi nancial diffi  culties could be avoided if people understood that it is merely impossible to have everything 
you want, and that some things are more important than others are.
 »  Help a child understand there is no such thing as things for free. If a young person wants an item, help 
them earn and save money to purchase it without going into debt.
 »  Teach the value of working for money, whether by getting a job such or by doing extra chores around the 
house.
 »  Include your young person in the process of making a family monthly budget. 
 »  Make a list of all your income. Then, ask them to come up with a list of expenses, including rent or 
mortgage, food, insurance, car payments and maintenance, clothing, and so on. 
 »  Resist the urge to rescue your young person. Stick to what you have stated about wants verses needs. This 
may become diffi  cult while surrounded by other shoppers, but it will teach your young person a great deal 
about money and control, which will help them avoid unnecessary debt in the future.
 »  Give your young person advice, but allow them to make their own decisions—good or bad. Young people 
will learn the most from personal experience, perhaps especially mistakes.
 »  Saving is an important habit to begin early but it helps to have a goal to work towards.
 »  While grocery shopping, show your young person how to comparison shop, pointing out ways to maximise 
your dollar, such as reading price labels for price per kilo, or using junk mail to plan your shopping list.
 »  Give your young person the opportunity to hand money to cashiers, bank tellers etc.
If you are concerned about your young person’s ability to manage their money some helpful service may 
include:
 »  Centrelink: they have a service called that pay some bills automatically before issuing the remaining benefi t 
to the young person. See www.centrelink.gov.au
 »  Public Trust can manage fi nances for the young person, providing them only with a small income while 
ensuring bills are paid. See www.pt.qld.gov.au
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Helping your young person 
catch public transport
Being able to get safely from point A to point B is a part of being independent. To make the transition from child 
to independent adult easier to do, it is a good idea to start teaching the skills needed to use public transportation 
when the person is in high school.
School buses
A good way to introduce the use of public transportation is to teach your young person how to ride the school bus. 
Using the school bus is a great way to learn how to fi nd a bus stop, how to wait for a bus, how to get on a bus, and 
how to get off  the bus.
Reading schedules
The next step in teaching your young person about public transportation is learning how to read a schedule and 
how to fi nd where you need to go. This is a very complicated task to learn so you will need to break it up into 
smaller lessons. You can start by learning how to read a schedule or how to look this up online. Then you can teach 
your young person how to select the right bus route to take to get to a specifi c place such as their grandparents’ 
house, the library or their own house.
Riding public transport with a parent
Step three will be to ride the bus or train with a parent. Encourage the young person to help select the right bus, to 
get on the bus, to pay for their bus fare, and to know when to get off  the bus. 
Trying it alone
Once they are familiar with the route, your young person might be able to try the route independently. For some 
people, it might be helpful to have further practice steps that involve having someone meet with them either end 
of the trip.
Other tips
 »  If young people have mobile phones with data on it, they can look up timetables and journey planners when 
they are out and about.
 »  Young people can also call Translink to get step-by-step journey information.
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Impaired decision-making capacity
The law recognises everyone’s right to control his or her own life. People are presumed to have the capacity 
to make decisions for themselves unless their incapacity is established.
Incapacity in decision making is referred to as ‘impaired decision-making capacity’. Capacity has three 
components:
 »  Understand: An individual must be able to understand the nature and eff ect of a decision. 
 »  Decide: An individual must be able to come to a decision freely and voluntarily.
 »  Communicate: An individual must be able to communicate that decision to others.
Clearly, someone who is in a persistent vegetative state or a coma has impaired capacity. A person who is unable 
to communicate in a coherent manner due to a fi ne-motor coordination defi cit or cognitive defi cit also has 
impaired capacity. 
It is important to note that simply making decisions that you perceive to be ‘bad’ does not imply impaired capacity, 
and making decisions that are potentially harmful does not imply impaired capacity—every individual has the 
right to make decisions that may result in physical, fi nancial, psychological or other harm. This is referred to as 
the ‘dignity of risk’. A consistent pattern of decisions that result in harm to the person or their quality of life may 
suggest that there is impaired capacity.
Queensland Civil and Administrative Tribunal
The Queensland Civil and Administrative Tribunal (QCAT) provides a legal mechanism for ruling if an adult 
has impaired capacity, and providing for a guardian or administrator to make decisions on their behalf. The 
Tribunal has authority to appoint or unappoint guardians and administrators, and to set the limits of the authority 
of guardians and administrators.
The Tribunal also gives directions and advice to guardians and administrators and has the authority to monitor 
orders and register orders made in other States and some other countries. The Tribunal also gives consent for 
special health care.
Guardians
A guardian is someone appointed by the Tribunal to deal with the day-to-day personal decisions of an adult with 
impaired decision-making capacity. Guardians make decisions about personal but not fi nancial matters. The 
authority of a guardian is determined by the Tribunal, and can be as specifi c or as broad as the Tribunal considers 
appropriate. Examples of guardianship orders include:
 »  suitable accommodation aft er the person in question leaves hospital and until accommodation is secured, at 
which point the order lapses
 »  all health-care decisions only
 »  accommodation, social contact and service provision.
A guardian must be over eighteen years of age and not a paid carer or health provider for the person in question. 
Unpaid carers can be a guardian.
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Administrators
An administrator is someone appointed by the Tribunal to make fi nancial decisions on behalf of an adult with 
impaired capacity. The process of applying to be an administrator is quite complex as the Tribunal demands a high 
standard of applicants—in essence, the process of application requires that a business plan be drawn up to cover 
expected future costs.
Administrators must be over the age of eighteen and not a paid carer or health provider for the person in question. 
Offi  ce of the Adult Guardian (OAG)
Adult Guardian is the ‘guardian of last resort’. If the Tribunal decides that a guardian is needed for an individual, 
but there is no appropriate family member, friend or service provider who can take on that responsibility, then the 
OAG is appointed as Guardian.
The OAG has one very important additional responsibility: it has the power to investigate charges of abuse or 
neglect against an adult with impaired capacity.In this role, the OAG has the authority to require someone to 
provide records or information and to suspend an Enduring Power of Attorney for up to three months during the 
course of an investigation. The OAG can also apply to QCAT for a warrant to enter premises and remove an adult 
where there is suspected immediate risk to that adult.
Public Trustee Offi  ce of Queensland
The Public Trust Offi  ce is a self-funded State Government agency that provides Queenslanders with fi nancial, 
trustee, legal, property and associated services. The Tribunal may appoint the Public Trustee Offi  ce of Queensland 
as administrator for an adult with impaired capacity if there is no appropriate individual close to the adult who will 
accept the responsibility, or if there is dispute over who should act as administrator. However, it is also possible 
for an individual to choose to put their fi nancial aff airs in the hands of the Public Trustee under their Disability and 
Aged Support program.
Powers of Attorney
An attorney is an individual who makes decisions on your behalf. An attorney may have the same authority as a 
guardian or an administrator, or both, or have specifi c authority to make decisions in areas that you decide.
More information on powers of attorney is available from the Offi  ce of the Adult Guardian.
Statutory Health Attorney
A Statutory Health Attorney is someone with automatic authority to make health care decisions on behalf of an 
adult whose ability to make decisions is permanently or temporarily impaired. A person assumes the role of 
statutory health attorney as a result of their relationship with the patient—for example, spouse or primary carer—
and is not a formal arrangement. However, an enduring power of attorney, general power of attorney or advance 
health directive (see below) may have authority over a statutory heath attorney. This role ends when the patient 
regains capacity; however, a statutory health attorney may make an application to become a guardian and/or 
attorney if the impairment appears to be permanent.
If you are acting as a statutory health attorney, it is a good idea to apply for guardianship as soon as it becomes 
clear that the impairment is likely to be permanent. Your status as statutory health attorney can be challenged, 
particularly if the decision-making capacity of the individual is in doubt. Your status as an appointed guardian can 
only be challenged at a QCAT hearing.
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General Power of Attorney
A General Power of Attorney is a formal arrangement between yourself and another person that authorises that 
other person to make fi nancial decisions on your behalf when you are absent, for example, overseas. It lasts for as 
long as you are absent.
The General Power of Attorney form is available on the website of the Department of Justice and Attorney General, 
Queensland.
Enduring Power of Attorney
An Enduring Power of Attorney is a formal arrangement between yourself and another person that authorises that 
other person to become your attorney in case you become incapacitated. It is a way of arranging guardianship 
and administration in advance, with a person whom you trust. The Enduring Power of Attorney can specify what 
decisions your attorney will have authority over and can be as specifi c or as broad as a guardianship order is. Once 
the agreement comes into eff ect, decisions made by your attorney have the same legal force as if you had made 
them yourself.
The General Power of Attorney form is available on the website of the Department of Justice and Attorney General, 
Queensland.
Advance Health Directive
An advance health directive, also known as a ‘living will’, is a document that establishes your wishes regarding 
health care in the event of you becoming incapacitated. Anybody who is over the age of 18 and does not have a 
decision-making impairment may make an advance heath directive.
A directive can include refusing treatment, including life-saving treatment. The directive only has power when the 
medical team is aware of its existence, so make sure that sympathetic family members or friends are aware that 
you have made a directive.
Please note: some people suggest that if you do not want to get resuscitated following a car accident or other 
serious injury, you should tattoo ‘Do Not Resuscitate’ across your chest. This is not worth the price of the ink. Only 
a complete, signed and witnessed Advance Health Directive form has legal authority.
The application form for a directive can be downloaded from the OAG website. Part of it needs to be completed by 
your GP and the form needs to be witnessed by a Justice of the Peace, Commissioner for Declarations, lawyer or 
Notary Public. 
For further information:
Queensland Civil and Administrative Tribunal   www.qcat.qld.gov.au   
Tel: 1300 753 228 
Offi  ce of the Adult Guardian  www.justice.qld.gov.au/guardian/ag.htm
Tel: 1300 653 187 
Public Trustee Offi  ce of Queensland www.pt.qld.gov.au/index.htm
Check the website or contact the head offi  ce on (07) 3213 9288 for contact information on an offi  ce in your area.
Thank you to Synapse whose information was adapted for this information sheet.
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Voting
When your young person turns 18, they will be required to enrol to vote. Voting is the formal process whereby 
Australians can choose who they want represent them in Federal, State and Local Government. 
Enrolling to Vote
It is a requirement of law to enrol and vote in elections if you are an Australian citizen over the age of 18. Failure 
to do this might result in penalty. Enrolling will require your young person to complete a form and return it to the 
Australian electrical commission.
If your young person is unable to sign their name due to a physical disability, they may get you or someone else to 
complete their enrolment form and sign it on their behalf. To complete the enrolment for this way, they will need a 
registered medical practitioner to complete and sign the medical certifi cate on this form.
People do not have to enrol and vote if they:
 » are not 18 years of age or over 
 » are of unsound mind (incapable of understanding the nature and signifi cance of voting) 
 » currently in prison
 » are a permanent resident but not an Australian citizen.
If you are unsure whether your young person has the capacity to understand the signifi cance of voting, you can 
discuss this further with your health professional. You may also refer to the section in this information package 
regarding decision-making capacity.
How to vote
For more information regarding how to vote, an online training package has been compiled by the Australian 
Electoral Commission and can be found at:
www.aec.gov.au/Voting/How_to_vote/voting_practice.htm
For further information, contact:
Australian Electoral Commission
www.aec.gov.au
Tel: 132326
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Wills
When your young person turns 18, it might be time to consider drawing up a will. This may be especially important 
if they have received a settlement for their injury.
What is a will?
A will is a document that sets out how you want your property to be distributed aft er you die. 
What do I do to make a will?
Any person, over the age of 18, who is of sound mind, memory and understanding can make a will. Wills can be 
drawn up by anyone but must meet strict conditions or they are not valid. You can get legal advice from a private 
solicitor (lawyer) before drawing up your will or contact the Public Trustee. The Public Trustee has a free will making 
service. If you use that service, you are not obliged to appoint the Public Trustee as your executor.
To be valid a will must be:
 »  in writing and dated
 »  signed by the testator (the person making the will)
 »  witnessed by two persons who must see the testator sign the will and must witness the will in each other’s 
presence. The witnesses must be over 18 years of age and cannot be blind. A person who is going to benefi t 
under the will (benefi ciary) should not witness the will. 
Can someone who cannot make their own will get a will?
A court can approve a will being made for someone who cannot legally make a will themselves. This includes 
people who do not have the necessary mental capacity to make a will. For example, if someone has lost their 
mental capacity to make a will, but it is known how they wanted their property distributed, a court can authorise a 
will to be made for them so that the property goes as they wish and not in accordance with the laws of intestacy. 
What sort of property can be distributed under a will? 
A will can deal with all types of property including:
 »  real estate, i.e., house, land, unit
 »  personal property, i.e., jewellery, cars, boats, bank accounts, shares
 »  insurance and superannuation policies unless a benefi ciary is named in the policy.
Can a will be cancelled?
Cancelling your will is called revoking it. Your will is revoked if you make a new will or get married. 
What happens if your young person does not have a will? 
If a person does not have a will at the time that they die, then the law says who is to get this person’s property. 
The information provided in this information sheet was sourced from Legal Aid QLD.
37Children’s Health Queensland Hospital and Health  Service
Queensland Paediatric Rehabilitation Service 
Helping your young person 
choose a career
Finishing high school and deciding on what to do next is a challenging time for most young people. For most 
young people, they are just focusing on completing Year 12 and looking forward to a holiday when they fi nish. 
Schools oft en vary in how much they discuss options for young people when they fi nish Year 12.
Young people’s career decision are oft en influenced by a range of factors, including family, teachers, careers 
specialists, contacts with employers, perception of a subject, money, and their own values and interests.
Things to consider when choosing a career path:
 »  Will this career require further study, is the young person willing/capable to do this study?
 »  What are the young person’s strengths and weaknesses and how does this reflect in possible career choices>
 »  Where is the future headed—what are the opportunities for this career in the job market?
Family members
Family are found to be particularly influential in providing fi rst-hand knowledge of jobs and work. Family members 
are oft en well placed to understand the young person’s strengths and weaknesses and can therefore encourage 
work options that focus on their strengths.
Work experience
Research has shown that contact with employers provided useful inside information regarding diff erent jobs and 
work environments. Work experience has the capacity to aff ect career decisions either by reinforcing choices, 
suggesting new possibilities, or leading to rejection of an earlier career choice.
Professional assistance
Schools are oft en happy to sit with young people to discuss post school options. There are also professional 
career counsellors and psychologist that can assist in this process. During your fi nal years at QPRS, you would 
also have had the option of discussing this with your health professionals.
Online activities
There are oft en online checklists that you can use to help young people identify their strengths and weaknesses 
and identify employment areas of interest.
See  www.myfuture.edu.au/
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Work experience
What is work experience?
 »  It is the chance to gain hands-on experience of the types of jobs your young person is considering.
 »  It allows them to see and join in the everyday activities of a workplace.
 »  It can oft en be a helpful fi rst step towards fi nding a job.
 »  It is usually unpaid and is set up for a defi ned period.
 »  It allows them to see if they are suited to that type of work.
 »  It gives them experience to put on their resume.
How do I get work experience?
 »  This can sometimes be organised through the school. Talk with the guidance offi  cer about this.
 »  If you have fi nished school, employment agencies can assist in making the contacts with employers.
 »  They can also do it themselves. Find the company they wish to do work experience with and contact them. 
For more information on how to do this, you can look up http://www.workexperiencedirectory.com.au/work-
experience-ideas/but-what-should-i-do
How do I decide what to do?
 »  make a list of things that they might like to do when they fi nished school
 »  talk with other people—fi nd out what they have tried
 »  talk with the school guidance counsellor
 »  talk with QPRS transition coordinator about options.
For further information:
www.myfuture.edu.au/
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Part-time employment
Some young people want to work while they are still at school. Some benefi ts of having a part time job include:
 »  earning money
 »  gaining experience to help get a job when you fi nish school
 »  meeting new people.
Some parents express concern regarding this because they are worried about:
 »  how will it impact on their school learning
 »  how they will be able to get there
 »  if they are ready for this level of responsibility
 »  if employers will understand about the impact the head injury has had on their young person.
If you have concerns regarding this, it might be helpful to talk with the health professionals at QPRS about this.
Getting a job
There are many ways that young people can go about getting a part-time job. First, they have to decide what type 
of job they want, for example:
1) Hospitality –oft en they will not need experience to fi nd a job as a kitchen-hand, dishwasher or waiter. It is worth 
looking at any local restaurants and cafes.
2) Retail – it can be very useful to spend a day at a shopping centre asking around supermarkets and other stores 
whether they need anyone.
3) Fast food – most of the time, no experience is required and these can be a good starting point as a fi rst job.
4) Mail runs – delivering mail can be a fun way to exercise while earning some money, without the pressures of 
working with lots of people.
Employment agencies
Employment agencies are places that help connect people looking for jobs with the right employer. They can help 
people:
 »  choose the type of job to best match what you like doing
 »  help develop résumé and interviewing skills
 »  assist people make that contact with the employers.
Some employment agencies specialise in helping people with disability –like people with head injuries – get jobs. 
Applying for Jobs
To apply for jobs, your young person will need to make up a résumé and send it out to the workplaces they want to 
work for. For helpful tips on creating good résumés, they can talk with their guidance offi  cer or careers counsellor 
at school. Alternatively, there are many helpful websites available including the job seekers and employees 
section at  http://jobaccess.gov.au/JobSeekers/Pages/home.aspx  Tel: 1800 464 800.
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Employment agencies
An employment agency is an organisation that assist people fi nd a job. They can support people at all stages of 
the process, from identifying the type of work to apply for, gaining training for career choices, creating résumés, 
interviewing skills and connecting people to employers.
People who have a head injury oft en require more support in the job application process and can benefi t from 
support once within the workplace to accommodate for some of the issues that might arise as a result of the head 
injury. In these situations, it is oft en better to access specialised employment services.
Disability Employment Services
Disability Employment Services (DES) provides specialist help for people with disability, injury or health condition 
who require support to fi nd and maintain sustainable employment. If you are seeking a referral to DES, you should 
get in touch with Centrelink or visit your local DES provider.
Eligibility: Most participants with disability, injury or health condition will be assessed by a Job Capacity 
Assessment (JCA) to determine their eligibility for DES. All eligible participants are able to choose their DES 
provider. For young people leaving high school, they may be able to skip the job capacity assessment and go 
directly to the DES provider.
There are two programs within DES:
1. Disability Management Service
Provides help to people with disability, injury or health condition who require the assistance of a disability 
employment service and are not expected to need long-term or regular support in the workplace.
2. Employment Support Service
Assists people with permanent disability that are likely to need regular long-term ongoing support in order to retain 
their job.
Finding a provider
There are many providers available. To fi nd one in your local area you can access a website:
http://jobsearch.gov.au/provider/providersearch.aspx
For further information or to fi nd out about your eligibility for DES, phone Centrelink on 131021.
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Studying aft er high school
Studying at TAFE or university is oft en very diff erent than studying within a supportive school environment and can 
be a little overwhelming for young people. Choosing a TAFE or university can be an important step.
Some things to consider when choosing a TAFE or university are:
 » Do they off er the courses that your young person is interested in?
 » What are the entry requirements for these courses and does my young person meet these?
 » What is the campus layout like—can they access their classrooms (consider impact of fatigue as well as 
physical access)?
 » What supports do they off er young people with disabilities?
 » What are the fi nancial costs of doing further study?
It is oft en helpful to research the TAFE or university prior to application deadlines. Most educational facilities have 
a websites or open days that you can attend. In most instances, considerations for courses needs to occur before 
September each year; however, young people have many opportunities in which to change their minds and alter 
their preferences.
Disability Service Offi  cers
While at high school, your young person may have had some support from teachers to help them learn and 
complete assessments. Some of this support may also be off ered through the TAFE or university they wish to enrol 
in. This can be accessed through the Disability Service Offi  cers (DSO) found at the student services at the TAFE or 
university.
What they do:
DSOs provide information and assistance to students with a disability. Although they may not see their head 
injury as a disability, the law states that if you have a head injury that you are entitled to receive support services. 
DSOs work collaboratively with students to identify their support requirements. This means that they can have 
a say in how they want to be supported. The DSOs will not know your young person’s history therefore will need 
to be informed about how the head injury has aff ected their ability to learn. They can use their medical reports 
from QPRS to help with this process. It is best to get this support early—they can always decrease the amount of 
support given but sometimes it is too late to obtain help aft er the assessments are fi nished.
Ways they can help
 » provide and physical equipment for your young person to access the classrooms
 » provide some changes to the course based on the ‘reasonable adjustment’ concept.
What is reasonable adjustment?
The ways DSO can help are ruled by what is called ‘reasonable adjustment’. This basically states that they cannot 
provide special advantages to anyone (people will still have to sit the exams and prove that they can do what the 
subject is teaching) but they can make some changes so that your young person can have the same opportunities 
as other people doing the course (give more time to complete exams). 
How to contact DSOs
An appointment can be made with the disability support offi  cers by contacting student support services at your 
specifi c TAFE or university. Please refer to their website for contact details. 
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Finishing high school and becoming 
an adult is a very important time in 
your life. Many things can change 
when you become an adult, including:  
>> Where you live
>> What you do with your time (work, study, 
 leisure)
>> The people you spend time with
>> Where and how you get medical help 
These changes are referred to as your ‘transition’ to 
adulthood, and this guide is designed to help you  
along the way. 
What will be diff erent?
As an adult, no one expects you to be able to 
do everything by yourself. There are lots of diff erent 
services out there that can help you with your 
health, employment and lifestyle. These services 
are a little bit diff erent from services that you 
had when you were a child and they might expect 
diff erent things from you.
Transition 
Your journey to adulthood 
Remember... 
“Try not to be shy. 
This is about you 
starting to take more 
control of your 
future”.
Some services will include your family as part of 
the team but the main focus will be on YOU. They 
will talk directly to you and your opinion will matter 
more to them then your family’s opinion.
As an adult going to these services some of the 
things they might expect of you include:
>>  making your own appointments
>> setting goals for what you want to achieve 
 with them
 >>  being motivated and wanting to help yourself
8Children’s Health Queensland Hospital and Health  Service
Queensland Paediatric Rehabilitation Service 
  knowing about your head injury and how it 
aff ects you every day
>> knowing who your contact person in the service  
 is and what they do
>>  knowing when and how to access help  taking 
their advice and doing what they suggest
>> being an important part of the team, having your  
 say in what you want to do and how you want to  
 get there.
Making daily decisions
Turning 18 means that you are going to have 
a lot more choices and decisions to make.
Aft er a head injury, some people may need help 
to make good decisions about their life. These 
decisions might include:
>> how they spend their money
>> personal day to day matters
>> health care decisions. 
For some people, parents continue to off er this 
support even aft er they turn 18. Other people may 
choose not to have parents involved. In these 
cases, there may be a good friend or other relative 
to choose instead. There are also services such as 
Adult Guardian or Public Trustee, who can legally 
be appointed to help young people make good 
decisions. However, before some organisations can 
listen to this person, they need legal proof that they 
are allowed to help. This proof can be called: 
>> enduring power of attorney
>> advanced health directive or a statutory   
 health authority.
You will need to get this proof through:
>> a lawyer
>> Public Trustee
>> completing forms available at
 www.justice.qld.gov.au/justice-services/  
 guardianship/power-of-attorney/enduring-  
 power-of-attorney 
Some people are not aware that they need help 
making good decisions. Other people fi nd it hard 
to choose a person who has their best interests 
in mind. In these cases, it is important to involve 
the Queensland Civil and Administrative Tribunal. 
The Queensland Civil and Administrative Tribunal 
(Q-CAT) is a government department whose job 
it is to decide if people need help when making 
decisions. They can then choose the best person or 
service to help that person make good decisions.
Disclosure
A personal choice
Disclosure is a personal choice. It is always a good 
idea to do some research prior to disclosing. If you 
are thinking of telling someone about your head 
injury consider:
Will this person use this information to help you?
Is it really their business?
How close is this person to me—only people in your 
close circle of friends need to know personal details 
about you.
When should you tell people you have 
had a head injury?
A helpful tool you might like to help make these 
decisions is the ‘Choosing Your Path, Disclosure: 
It’s a Personal Decision’ program, which is available 
http://pubsites.uws.edu.au/ndco/disclosure/intro_
stuemp.htm
Some benefi ts
There can be benefi ts of telling someone (called 
‘disclosure’) about your head injury. It may:
>> enable supports to be provided to help you learn  
 new things
>> help to avoid misunderstandings
>> help to educate others regarding the impact 
head   injuries have on people
>> allow changes to be made in the workplace so 
that you can do what you need to do.
Concerns
Some people worry about disclosure because they 
fear they may be:
>> discriminated against
>> denied opportunities
>> denied certain entitlements
>> pitied by others
>> or that it might impact upon their privacy.
 http://jobaccess.gov.au on how to disclose 
 to an employer
www.legalaid.qld.gov.au for legal information if you 
feel your being discriminated against.
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Centrelink
Centrelink is a government organisation that 
provides fi nancial and employment assistance to 
people living in Australia. 
Financial assistance
There are many diff erent types of assistance 
packages available through Centrelink including:
 >> disability payments
 >> mobility allowance
 >> youth allowance
>> rent assistance
There are strict rules for each type of assistance 
and you may not be able to access all of these 
packages. If you need assistance to fi ll out the 
forms, you can: 
>> contact the Centrelink call centre on 132717
>> make an appointment with a disability offi  cer 
>> drop into your local Centrelink offi  ce and ask to  
 speak with a social worker.
Other services 
Centrelink can also help with:
 Employment services including
>> job capacity assessments   (to decide 
how much   you are able to work and  
 connect you to an employment agency who can  
 support you fi nd a job).
>> Access to further education and training. 
>> Social work services, including counseling 
and support to Centrelink customers with diffi  cult 
personal or family issues and help with claims for 
payments (Tel: 13 1794)  
>> Centre-pay that can help you pay your bills 
 as direct debit 
www.centrelink.gov.au
Tel: 132850
www.aec.gov.au
13 23 26
@
Queensland Paediatric 
Rehabiltation  Service
       (07) 3636 5400
Voting 
Voting is the formal process whereby Australians can 
choose who they want represent them in federal, 
state and local government. It is compulsory for all 
Australian citizens over the age of 18 to enrol and 
vote in elections. If you forget or choose not to vote, 
you may be fi ned.
Enrolling to vote
To enrol for the fi rst time, complete the online form at 
www.aec.gov.au/enrol, print it out, sign it and return 
the form to the Australian Electrical Commission (AEC).
If you are unable to sign your name due to a physical 
disability you may get someone else to complete 
your enrolment form and sign it on your behalf. To 
complete this form you will need a registered medical 
practitioner to complete and sign the medical 
certifi cate on this form.
The QPRS is here to help
During your transition, staff  at the Queensland 
Paediatric Rehabilitation Service (QPRS) can:
>> help you work towards becoming more 
 independent 
>> help you explore options for things you  
 want to do once you have fi nished school
>> explain a little about what your life may 
 be like as an adult
>> help you fi nd out about other services that  
 may  be useful as an adult
>> help keep people informed about what
 you want to achieve and how to go about
 this process fi nd and get to health services.
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Making a will 
What is a will?
A will is a document which sets out how you want 
your property to be distributed aft er you die. 
How do I make a will?
If you are over the age of 18 and are of sound mind, 
memory and understanding, you can make a will. 
Wills can be drawn up by anyone but must meet 
strict conditions or they are not valid. See the Legal 
Aid website (below) for more information. 
You can get legal advice from a private solicitor 
(lawyer) before drawing up your will or contact the 
Public Trustee. The Public Trustee has a free will-
making service.
Can someone who cannot make 
their own will get a will?
A court can approve a will being made for someone 
who can not legally make a will themselves. This 
includes children and people who do not have the 
necessary mental capacity to make a will.
What sort of property can be 
distributed under a will? 
A will can deal with all types of property including 
real estate (e.g. house, land), personal property 
(e.g. cars, bank accounts) and insurance and 
superannuation policies (unless a benefi ciary is 
named in the policy).
Legal Aid 
 www.legalaid.qld.gov.au
 1300 65 11 88 
Public Trustee
 www.pt.qld.gov.au/
 07 3213 9288
@
@
If you are over 
the age of 18 and 
are of sound mind, 
memory and 
understanding, you 
can make a will. 
How do I cancel my will?
Cancelling your will is called revoking it. Your will is 
revoked if you make a new will or get married. 
What happens if I don’t make a will? 
If you die without a will, then the law says who is to 
get your property.
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Your health
Medicare 
Medicare ensures all Australians 
can obtain free or low-cost 
medical and hospital care. 
Generally, if you have a Medicare 
card, you will not have to pay 
for up to 85% of your doctors’ or 
public hospital bills.
Using your Medicare card
You must take your Medicare 
card with you to medical 
appointments and show this to 
reception staff  when you arrive. 
Some doctors still charge a fee 
when you see them, but you can 
go to a Medicare offi  ce (usually 
at your local shopping centre) 
and they will refund part of this. 
If going to the Medicare offi  ce is 
diffi  cult, you can give Medicare 
your bank account details and 
they can put the refund money 
into this account.
What is bulk billing?
Bulk billing means your visit to 
the doctor is free — as long as 
you have your Medicare card and 
show it to reception staff . Not 
all doctors have bulk billing for 
their customers so you will need 
to fi nd out if your GP does. Just 
ask the receptionist. Sometimes 
they may have a sign saying ‘bulk 
billing available’. 
Paying for your healthcare 
The Australian public health system Medicare 
(see box below) covers most Australian residents 
for health care. However, Medicare does not cover 
everything and you can choose to take out private 
health insurance to give yourself more choice in 
health care.
Private health insurance
Private health insurance requires you to pay 
a fee (premium) and in return, when you need to 
access health care, they will cover part of the 
cost of this. The amount that they cover diff ers 
depending on the health insurance company, 
so always check before hand.
Private health insurance companies off er two types 
of cover: 1) hospital cover and 2) extras cover. You 
can choose to have hospital cover only or hopsital 
and extras. With hospital cover, you will be covered 
if you require a hospital stay and a procedure. 
Extras cover is for all the therapy and treatment 
that can occur outside of the hospital. Each health 
insurer covers diff erent therapies so it is best to 
talk with them to fi nd out what they can do for you.
If your parents have health insurance, you can be 
covered by this until you turn 21. If you are studying, 
they may cover you for longer. Ask your parents 
to check with their insuring company.
Getting the best insurance for you 
There are many diff erent deals available so it is 
important to get the one that is right for you. 
Things to consider include:
>> what health services are covered?
 >>  are existing conditions included?
>> Is there an annual limit on therapies?
>> what is the excess (the amount you have to pay)?
>> will there be additional costs at the time of the  
 health service?
Helpful tips
>>  Write a list of what is important for you to 
 have in your health insurance. 
>>  Check the prices of at least three health
 insurance companies. 
>> Use a comparison website like iSelect 
 (www.iselect.com.au) to compare health
 insurance policies and companies
www.privatehealth.gov.au/healthinsurance/
www.privatehealth.gov.au/healthinsurance/
www.iselect.com.au
@
www.medicareaustralia.gov.au
 132 011
@
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Health professionals
A range of professionals will help you manage 
your health as an adult. Here’s an introduction 
to the most common health professionals you 
may fi nd yourself dealing with.
General practitioner
A general practitioner, or ‘GP’, is the local 
doctor you see when you are feeling sick or have 
a question about your health. It’s a good idea to 
visit your GP at lease once a year for a check-up, 
even if you are feeling well, so that he/she can 
get to know you. 
Your GP will also arrange for you to see a 
specialist health professional if needed. 
For example, if you have a concern about your 
heart they can recommend (refer) you to a heart 
specialist. Your GP will also know about special 
government programs that may help reduce the 
cost of your medical care. If you have a health 
care question, but cannot see your GP straight 
away, you can call 1343 2584 for advice.
Dentist
It’s important to look aft er your teeth. Once you 
have your adult teeth, you only get one chance 
to look aft er them. If you don’t, your teeth can 
look bad, cause bad breath, and can be really 
expensive to fi x.
Public dental services
Public dental services are subsidised by the state 
government to off er basic care to children and 
adults holding a Health Care Card or Pensioner 
Concession Card. They may charge a small fee, 
depending on the treatment, but overall, they 
are much cheaper than a private dentist.  
www.health.qld.gov.au/oralhealth/
services/dental_clinics.asp
Private dental services
If you are over 18 years and do not have a Health 
Care Card, you have to go to a private dental clinic. 
To fi nd your nearest dentist, you can:
>>  Look in the Yellow Pages under ‘Dentists’
>>  Search the internet for dentists in your 
 local area.
>>  Ask your private health insurance provider for 
 a list of dentists in your local area.
If you have private health insurance, some of 
the costs will be covered for you. Be sure to ask 
how much the appointment will cost beforehand 
so you can budget for it. Some private health 
insurers will cover the cost of two check-ups 
per year, but it has to be a dentist on their 
‘approved list’.
Optometrist
An optometrist examines people’s eyes for 
vision problems and prescribes and sells glasses 
or contact lenses. If you already have glasses, 
you should have your eyes checked every 12 
months to two years. If you don’t have glasses, 
you should see an optometrist if:
>> you have blurry vision either with objects up
 close  or far away
>> your eyes are teary or watery
>> you have spots, strings or flashes of light 
 in your sight.
>> you regularly get headaches when reading. 
If you have private 
health insurance, some 
of the costs will be 
covered for you. 
Most optometrists bulk bill, which means that 
you do not have to pay for your eye test. There will 
be a cost for glasses if you need them, but if you 
have private health insurance then the cost of 
glasses is less. Optometrists can be found:
>> at your local shopping centre, 
>> by searching the web for optometrists in 
 your local area,
>> by looking in the Yellow Pages phone directory,
>>  Ask your private health insurance provider for 
 a list of optometrists in your local area.
Once you have chosen one, call to make an 
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appointment and take your Medicare card and 
health insurance details with you.
Psychologist   
Psychologists assist people with everyday 
problems such as stress and relationship 
diffi  culties, and some specialise in treating 
people with a mental illness such as depression, 
anxiety or psychosis. They help people to develop 
the skills needed to function better. Psychologists 
cannot prescribe medication. 
Their treatments are based on changing behaviour 
and emotional responses without medication. 
Through a referral by your GP, you may be able to 
get up to 10 sessions in a calendar year using a 
Medicare rebate, which means that this will be a 
lot cheaper. 
Ways to fi nd a psychologist include:
>> looking up the Yellow Pages
>> the ‘fi nd a psychologist’ website: 
 www.psychology.org.au/FindaPsychologist/ 
Dietitian
Dieticians provide advice and education on 
healthy eating habits to treat specifi c illnesses 
and to promote general health and wellbeing. 
They can work with you to change your diet 
in order to achieve a healthy weight and a 
well-balanced diet, manage food allergies or 
intolerances, advise on specialised tube feeds 
or manage any other diet-related issues. It is 
a good idea to see a dietician if you are having 
trouble losing or gaining weight, are receiving 
tube feeds, if you need to restrict certain foods 
from your diet, or if you just need some good 
advice about eating and drinking well!
To see a dietician in the public system, you 
will generally require a referral from your medical 
specialist in the hospital. You can also choose 
to see a private dietician – ask your GP for a 
recommendation or fi nd one yourself by visiting 
the Dietician Association of Australia website: 
www.daa.asn.au.
Physiotherapist
Physiotherapists treat patients with physical 
diffi  culties resulting from illness or injury. 
Physiotherapists work with people to improve 
their movement and function and reduce pain. 
It might be a good idea to see a physiotherapist 
if you:
>> experience pain in your muscles or joints (back,  
 neck, shoulder, arm, hip, knee, leg or foot).
>> hurt your muscles when playing sport.
 >> have diffi  culty moving and stretching a joint
 (knee, ankle, hip) because your muscles 
 are tight.
Talk with your GP about programs that might 
reduce the cost of these services. 
Ways to fi nd a physiotherapist include:
>> looking up the Yellow Pages
>> the ‘fi nd a physiotherapist’ webpage on the  
 internet: http://members.physiotherapy.  
 asn.au/source/members/apa_MemberSearch. 
 cfm?search=FP   - DOES NOT WORK 
PIC TO COME
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Hemiparesis Management 
Managing your hemiparesis in the 
adult health care system will be 
a bit diff erent to what you have 
experienced as a child. 
As an adult, there is no doctor that will 
regularily check that your hemiparesis is 
going OK. Therefore it will be your responsibility 
to ask yourself the following questions:
>> are the muscles in my eff ected side 
 getting tighter?
>> is my hand or foot changing shape?
>> do i get pain in this side?
>> is it stopping me doing the things 
 I want to do?
If your answer ‘Yes’ to any of these questions, 
make an appointment with your GP who will 
refer you to a rehabilitation specialist or an 
orthopaedic surgeon who can help you. 
This is also the process if you want to get 
your orthotics replaced.
If you have been wearing hand splints and 
need these replaced, you can contact a private 
occupational therapist (this will be at a cost 
to yourself ). You may be able to get some 
assistance for this from your private health 
insurance or through the GP’s chronic illness 
management program. 
Private occupational therapists can be found 
on the OT Australia Website. Alternatively the 
University of Queensland have a hypertonicity 
clinic and can be contacted on  (07) 3365 2232.
If Botulinum has been a regular part of your 
management, you should be aware that this is 
unlikely to be funded through the public health 
care system.
Will my Hemiparesis change?
The tightness in your hands and feet may 
change while you have growth spurts. Aft er 
you have fi nished growing, it is still important 
to keep maintaining your management 
program to prevent this getting worse. It 
is unlikely to ever get completely better. 
Therefore remember to keep wearing your 
splints, taking your medications, doing your 
stretches and if you notice your muscles 
tightening, or your splint not fi tting as well as 
it use to, please seek help early. This can be 
seeing your physiotherapist or occupational 
therapist who might recommend other things 
to help like a casting series.
 What happens if I don’t seek 
help early?
If you notice your muscles getting tighter 
and choose not to do anything about it, you 
should know that your muscles are likely to 
shorten permanently. This may aff ect your 
joints where they become crooked, stop 
moving and they may also become painful. 
Once your muscles and joints have become 
like this, the only option may be for surgery. 
You will have to consult an orthopaedic 
surgeon for this and you can be referred to 
one by your general practitioner.
Q & A 
www.xxxxxx@
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Talking with your health professionals
As an adult you will need to discuss your health and 
wellbeing with your doctor and other professionals. 
Some people fi nd the ‘GLADD’ approach helpful 
when communicating. GLADD stands for Give, 
Listen, Ask, Decide, Do 
GIVE
 >> information about how you are feeling.
>>  information about what you have done 
to help yourself.
 >> your medical history if they don’t know it.
>> information about how your daily life is being  
 aff ected ( a health diary might be helpful).
 >> honest answers.
LISTEN
>>  to what people tell you about your condition 
and how you can reduce the eff ect it is has on 
your life.
ASK
>> any questions you have about your health. 
 Tip: Write these down beforehand so you don’t
 forget.
>> if you don’t understand something the doctor
 has said, ask them to explain it again using
 simpler words.  
>> If you have not understood something that has
 been discussed, try asking these questions:
>>  please tell me more about that?
>>  could you explain that to me again?
>>  could you write that down for me?
>> is there is something you can give me to read?
DECIDE 
 »  what you want to achieve with your health.
 » Get involved in making decisions about how 
you want your health care to be managed.
 »  at your appointment what you need to do next.
DO
 »  your part in following the action plan.
 »  be a useful member of your health care team.
Consent and confi dentiality
When can I go to a doctor by myself and 
when do I need my parent’s consent?
You must be capable of forming sound and 
reasoned judgments to consent to medical 
treatment. If you are 16 years old, it is generally 
assumed by law that you have full capacity to 
consent, however people under 16 can have 
this capacity, too. Unless it is a life-threatening 
emergency, a doctor must get your consent for 
any medical treatment.
For minor medical treatment (eg. for a cold or 
acne), you have the right to refuse if you are 
mature enough to understand the treatment. 
For more complicated treatment (eg. contraceptive 
advice), you may still have the right to agree to, or 
refuse, treatment without your parents’ consent. 
The doctor has to be satisfi ed that you understand 
the treatment and its consequences, and that the 
procedure is in your best interests. 
Your parents can only agree to or refuse medical 
treatment on your behalf if you are unable to make 
your own decisions. This decision must be made in 
your best interests. 
If you, your parents and your doctor disagree about 
treatment, a court may need to decide what will 
happen.
Is what I tell a doctor confi dential?
Generally, what you tell a doctor is confi dential, 
but they can disclose information to people who 
have an interest in your health (such as your 
parent or guardian) if: 
•  Your doctor believes you do not understand the 
decisions you are making; or 
• they consider it to be in your best interests.
Doctors (and sometimes nurses) are legally 
obliged to report certain things like thoughts of 
suicide, infectious diseases or when they think you 
are at risk of harm. They also may have to report 
you if you are driving against recommendation.
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Looking aft er your  health equipment
As an adult, you will be responsible for looking aft er 
your own health equipment. This includes:
>> cleaning it regularly
>> checking it for damage
>> knowing who to contact if it needs fi xing 
 or replacing.
Who and what
An important step in this process is knowing which 
professional helped you get this equipment in the 
fi rst instance. For example: 
>> Orthotists for AFO, in shoe orthotics
>>  Physiotherapists for  wheelchairs and walking
 frames
>> Occupational therapists for wheelchairs, 
 shower chairs, toilet frames, hand splints
Where and how
If you need replacement items for this equipment 
you may have to:
>> purchase this yourself
>> contact your therapist at a local community
 health team (referral from the GP or some centres
 allow self referral)
>> contact your adult rehabilitation specialist
www.xxxxxx@
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Maintaining good health is important 
so that you can do the things in life that 
you want to do. It is oft en about making 
some good choices about the things we 
do each and every day. 
Food and drink
Eating well is important as food supplies the 
energy nutrients that our bodies need to work 
and stay healthy. Unhealthy eating may lead to 
serious long term health problems. Some helpful 
suggestions include:
 >> Maintain a balanced diet. Don’t forget to eat fruit
 and vegetables and try to reduce the amount of 
 fat and sugar in y our diet.
 >> Drink plenty of water – don’t wait to you are
 thirsty. Try and drink about two litres each day. 
 >> If you would like further advice on this you can 
 see a dietician who can help you explore healthy
 food choices.
Rest
Our bodies and minds need rest to recover and 
re-energise. If you don’t get enough rest then you 
might fi nd it diffi  cult to make good decisions, 
and your muscles may not work very well and you 
become more clumsy.
Some tips for getting enough rest may include:
 >> take a break when tired
 >> maintain a good sleep pattern – wake up 
 and go to bed at a regular time
 >> don’t do anything too energetic just before 
 bed 
 >> if worrying about something is keeping you 
 awake, talk to someone who can help you with it.
Healthy Habits
Work
Sitting at home all week can make people feel 
lonely so try and get out an about. It is a good 
idea to do something that is important to you 
that involves you in the community. This can be 
paid employment, volunteer work or just being 
involved in a local community group.  
Work can also be those things that you do to help 
out around the home – like chores.  It doesn’t 
feel fair if one person is left  to do all the work. It 
can be frustrating if people have to constantly 
be asked to help out. Remember, even though 
you may not enjoy chores, people oft en feel good 
knowing that they have done their bit to help out. 
So talk with the people you live with and share 
out these “work” responsibilities.
Leisure
All work and no play is not a good idea either.
 >> make time for friends
 >> include physical activity into your day (aim 
 for 30 minutes moderate activity 5 times 
 a week)
 >> fi nd a hobby or leisure activity you enjoy
 doing. It is a good idea to try a few diff erent
 things to fi nd one that really suits you.
www.xxxxxx@
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Depression 
Moods are an important part of our everyday 
experiences. From time to time, everyone feels 
sad or out of sorts. However, depression lasts 
longer than sadness and oft en involves feelings 
of helplessness and hopelessness. 
Symptoms of depression can be diff erent for 
everyone and can last for varying lengths of time.
Depression is not something to be ashamed of 
or feel guilty about. It is not just a ‘mood’ that 
someone can ‘snap out of’. 
If you are concerned about depression, please talk 
to your family and friends, and see your GP.
Signs of depression
People with depression may:
>> feel sad, moody, dispirited, anxious or worried
>> be irritable, emotionally distant and/or unable 
 to cope with everyday demands
>> lack energy and motivation
>> avoid contact with people and dread everyday
 activities
>> increase their use of drugs or alcohol.
>> lose their appetite or start over eating.
>> have disturbed sleep.
If you are concerned about depression, please talk 
to your family and friends, and see your GP.
Kids Helpline 1800 551 800
Fatigue
Fatigue, or feeling more tired than usual, reduced  is 
a common problem that occurs aft er head injury. You 
may feel sleepy, have no energy or become irritable. 
While fatigue levels usually decrease over time, for 
some people, it may remain an ongoing issue.
Physical fatigue: Physical fatigue occurs when your 
body becomes tired. This can sometimes make 
movement and activity diffi  cult. You may fi nd you 
become more clumsy or get stiff  muscles.
Mental fatigue: This is where your brain becomes 
tired from having to focus and think. When mentally 
fatigued, it is harder to pay attention and it takes 
longer to think about things. It can also make it 
diffi  cult to remember things.
In the work place
>> It may become more diffi  cult to complete 
 physical activity later in the workday.
>> Concentration decreases and therefore 
 tasks take longer to fi nish things.
>> You may have diffi  culty remembering what 
 you have done and what you should be doing. 
When driving
>> You are not as aware of the hazards on the road.
>> Your reaction time decreases so it take you
 longer to stop or avoid danger.
>> You are at greater risk of having an accident.
When you are feeling fatigued
>> Have plenty of rests throughout the day. 
 This could be just sitting still for fi ve minutes.
>> Use your orthotic or adaptive equipment to
 minimise the energy you spend doing something.
>> Change activities more frequently so you are not 
 stuck doing repetitive activity.
>> Organise your day so the harder activities are
 done earlier.
>> Allow for longer time to complete things when
 you know you will be tired.
>> Organise alternative transport if your going to be
 tired—don’t drive tired!
Remember… 
Fatigue builds up so it is most likely to be worse 
at the end of the day and at the end of the week.
Lifeline
 13 11 44
 www.lifeline.org.au
Beyond Blue 
 1800 551 800
 www.beyondblue.org.au
Kids Helpline
          1800 551 800
@
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Lifestyle
Friendships
When you are at school, it is easy to make and keep 
friends as you see them everyday. However, when 
you leave school, it is harder because you start to 
develop diff erent interests, and do diff erent things 
for work. When you start work and study, you will 
also meet new people who you might want to make 
friends.
There are diff erent levels of friendships and they 
may include:
>> people that you do not know – these are people
 that you may have talk with only once
>> acquaintances – people you see regularly, you
 know their name but not much else about them
>> friends are the people that you do things with. 
 You share some personal stories with them
>> People you are closest to—people you share
 your most private stores with. You are
 comfortable with them and you can trust them.
 They are people like your parents or family, best
 friend, boyfriend/girlfriend.
Social and recreational activities
It is important for your emotional health to have fun 
with your friends and do things that you enjoy. It’s 
also good to do a mixture of activities by yourself. 
Do you have activities that you enjoy doing in your 
spare time? 
This could include: 
>>  playing sport (e.g. football, basketball, tennis)
>>  meeting a friend for coff ee 
>> watching a movie at the cinema or DVD at home
>> doing arts or craft s  (e.g. painting, sewing) 
>> reading a book
>> riding your bike
>> swimming
>> exercising 
>> playing with your dog at the dog park
>> going to a concert
Where can I get information about what 
is available?
 Sport
For details about sporting clubs, check the local 
paper, in yellow pages or on the web.
 Gym
Gyms and health clubs can be expensive, so 
consider your budget. Go to a variety of gyms and 
talk with the staff  about what they can off er you and 
what type of payment plans are available.
 Social outings
Some organisations and community services have 
planned outings on a regular basis. Talk with the 
transition offi  cer about the types of services in your 
local area. The community resource at Synapse 
will also be able to tell you about these services. 
Tel: 31377400
Church
Many local churches have programs such as youth 
groups for young people on a regular basis. 
TAFE/University
Student services oft en arrange group activities for 
students. Check out the notice boards on campus.
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Sexuality 
Sexuality is not just about sex. It is about all your 
sexual thoughts, your feelings, your values, beliefs, 
actions and drives. As with personality, a person’s 
sexuality is not like anyone else’s. There are 
diff erences between how people give and receive 
aff ection, feel desirable and attractive, and how 
people act when they are in a relationship.
For some people you might need help:
>>  knowing who you want to have intimate
 relationships with and how to go about 
 doing this.
>> telling people to stop when they are expressing
 their sexuality in ways that make you feel
 uncomfortable or that you don’t want to
 participate in.
>> problem solving ways to overcome some of the 
 physical diffi  culties you have when trying to
 express your sexuality.
>>  remembering important safe sex practices.
Impact of brain injury on sexuality
The brain controls most of these thoughts and 
feeling. Sometimes, having a brain injury can 
make some of these things diffi  cult to handle. 
Some people with a brain injury fi nd it hard to 
know when and how to show appropriate aff ection.
Having a head injury does not always impact 
on your sexuality. Mostly, you can develop 
intimate relationships to a level at which you feel 
comfortable.
Tips for making and keeping friends
>> Make sure you have phone numbers of 
 your friends
>> Contacting your friends on a regular basis 
 – talk about what you have been doing and
 listen to what they have been doing
>>  Plan ahead and book time to see your
 friends in your diary or calendar
>> If your friend asks you to go somewhere,
 write down the details and put it in your
 diary so you don’t forget
>> Remember special events in your friends’
 lives – their birthday and other special
 occasions.
>> join a sporting or recreational organisation
 to meet people who have similar interests
 as you (see social and recreational
 information sheet for details).
 www.health.qld.gov.au/istaysafe@
Remember...  Everyone expresses his or her sexuality 
diff erently. It might be helpful to talk with people about 
the way you express your sexuality and aff ection if this 
is causing conflict
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Alcohol 
By the time you fi nish high school, it is most 
likely that you, or someone you know, will 
have experimented with alcohol. 
If you have had a head injury, it is important to 
remember that alcohol may:
>> aff ect you more quickly and more powerfully. 
>> damage your brain cells. As your brain cells have
 already been damaged, you are at higher risk of
 doing further harm. 
>> increase the risk of seizures if you have epilepsy.
>>  aff ect your coordination. 
>> result in other medical conditions.
>> aff ect medications with serious side eff ects.
>> aff ect your mood and emotions.
>> aff ect memory.
>> aff ect your ability to make good decisions. 
 You may fi nd yourself in risky situations such
 as fi ghts, car accidents or unwanted sexual
 experiences
It’s ok to say no
If you have decided that you do not want to drink, 
be confi dent in saying no. Sometimes it can be hard 
to say no to alcohol especially in situations where 
everyone else is doing it. Some things you could say 
include:
“I’m OK thanks, I think I will stick with my Coke”
“Thanks, but it gives me a tummy ache.”
“Thanks for the off er but I’m going to keep an eye 
on my mate.”
If you decide to drink, you can reduce the amount 
you drink by:
>> eating before and while drinking
>> drinking water aft er every alcoholic drink
>> fi nishing your drink before topping it up)
>> drinking slowly
>> knowing your limits
>> having days and weekends without drinking.
Warning signs
Alcohol can become a problem if you drink too 
much, too oft en. Some signs that it is becoming 
a problem may be:
>> not being able to concentrate
>> oft en feeling hung over
>> thinking about drinking a lot
>> feeling on edge
>> having to drink more to feel the eff ect of 
 the alcohol
Alcohol and Drug Information Service
 1800 422 599 or 1800 177 833
Kids Help Line
 1800 551 800
The Cool Spot
          www.thecoolspot.gov/index.asp@
PIC TO COME
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Personal Safety Plan
As you become more independent and do more 
things on your own, it is important that you make 
choices that will help keep you safe and happy. 
At times, you are going to be with people who are 
not making good choices about the things they 
doing, which puts themselves or others at risk 
of being hurt. Some of these things may include 
getting drunk, using drugs, getting into fi ghts, or 
driving recklessly. 
Before you fi nd yourself in one of these situations, 
it is important to think about how you would handle 
it and what you might want to do if your ‘friends’ 
are putting pressure on you. Maybe you could 
problem solve this in advance with your caregiver 
or someone older that you trust. 
Situation
Think about some possible situations where you 
might need help and who to ask for help. 
For example:
>> You miss the bus
>> You get lost
>> You feel sick
>> A fi re starts in the house
>> Someone you don’t know starts to make you 
 feel uncomfortable.
Who to ask for help?
>> Friends
>> Family
>> People you can trust
>> Police, medical staff  or staff  at information desks
 in shopping centres or train stations.
Remember: in an emergency, contact ‘000’. 
Times when you should call 000 is when someone 
is seriously injured or if you need urgent medical 
help, your life or property is being threatened or if 
you have just witnessed a serious accident or crime.
Discussing your safety 
plans with family 
members helps them 
to worry less and they 
might be more willing 
to do diff erent things.  www.reachout.com@
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Accommodation 
Choosing where to live is an important decision. 
There Choosing where to live is an important 
decision. There are many diff erent options, and 
it is important to fi nd out what will suit you best.
Questions to ask yourself
>> Who do I want to live with?
>> Can I look aft er myself?
>> What type of accommodation do I want to live in?
>> Where do I want to live?
>> Is it close to where I need to go? 
 Can I access transport?
>> What can I aff ord? (Remember to consider rent,
 bond bills (eg. gas, electricity, phone), and food.
>> What else will I need to move out of home?
Accomodation options
Living at home
This is very common among young people. If you 
choose to do this, you may want to discuss with your 
parents ways you can help. This might include giving 
money for board and expenses like food, internet 
and electricity or helping out with chores and other 
household responsibilities.
Living with other family
This might be an option to move away from home 
but still have a supportive person to help you out 
if needed.
Supported living units
These are houses where a group of people who 
have disabilities live together with support 
workers who help people learn how to live 
independently in the community.
Share housing
This is a cheaper option where you share a 
house with other people (friends or people you 
have not met before).  Usually, you meet before 
you move in to see if you like them and you like 
the house.
Government housing
This is an option for people who have a disability 
or are low-income earners. There are criteria you 
must meet and there can be long waiting lists 
(up to two years) in certain areas. 
Private rentals
This is where you sign a lease for 6 or 12 months 
on a house or unit of your choice. You can live 
there by yourself, or get a roommate to share the 
cost.
>> Don’t borrow your flatmates stuff  without
 asking.
>> Respect flatmates’ privacy.
>> Discuss and agree on house rules before
 moving in.
>> Talk about issues before they become too
 big—regular house meetings might help.
>> Do your share of the housework – maybe
 work out a roster to share this evenly.
>> Make sure all the bills are paid on time.
Tips for living with people 
PIC TO COME
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Finding a place to live 
Newspapers
Look for the ‘to let’ or ‘share accommodation’ 
sections. The biggest sections are in 
Wednesday and Saturdays paper. You can 
also check your free local paper.
Online
www.realestate.com.au
www.gumtree.com.au
www.domain.com.au
Notice boards
At shopping centres or at university or TAFE 
are good for share accommodation
Real estate agents
Real estate agents in the area where you 
want to live can show you a variety of 
properties available. Be clear and polite when 
requesting the types of properties you want to 
view.
Department of Housing (Qld government)
 www.communities.qld.gov.au/
 housing
Synapse
          www.synapse.org.au@
@
Rental agreements
Once you have decided on a place, you will probably 
have to sign a rental agreement. Make sure to read 
all the fi ne print and ensure that you:
know what you are agreeing to 
are able to meet these expectations.
Bond
This is an amount of money held by the real estate 
as security for the property. This is usually about 4 
weeks’ rent. This is oft en refunded when you move 
out as long as there has been no damage to the 
property.
Rental assistance
If you are on a Centrelink payment, you might be 
eligible for rental assistance.
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Using public transport
It’s not only cheaper than having your own car, 
but way better for the planet, too. There are 
many diff erent public transport options available 
including buses, trains and ferries.
Tips when travelling on public transport
You can plan your trip by using a journey planner on 
the internet. You state where you are starting from, 
where you want to go, and what time you need to 
leave/arrive and they tell you what bus/train you 
could catch to get there, including what stops you 
need to get on and off .
Consider the time of day you are travelling because 
it can sometimes be cheaper to buy your ticket 
outside of peak hour (aft er 9am and before 5pm). 
Make sure you catch the bus/train in the correct 
direction.
When the bus/train arrives, check the destination 
sign and route number on the bus/train to make 
sure it is the bus/train you want.
When catching a train
>> You will have to pay before you get on the train.
 You can do this at the ticket machine, the ticket
 offi  ce or touching on at the go card machine.
>> Stand behind the yellow line until the train has
 stopped.
>> Allow passengers leaving the train to hop off 
 before you hop on.
>> Know how many stops it is before you have to
 hop off . 
>> Some trains are ‘express’ trains and won’t stop at
 every station.
When catching a bus
>> Have your go card or money to give the driver 
 ready when you hop on the bus.
>> About a block from where you need to get off 
 the bus, pull a hanging cord or press the button
 to indicate to the driver that you want to get off 
 the bus at the next stop. 
Transport 
Public transport in Brisbane 
The go card
The go card is TransLink’s electronic ticket that 
allows you to travel on all TransLink bus, train 
and ferry services (the public tra nsport system 
used in Brisbane).
Travelling with a go card is easy – simply touch 
on (wave your card at the machine next to the 
driver at the front of the bus) at the beginning 
of your journey and touch off  at the end (at 
the machine near the exit door). Your fare is 
automatically deducted from your card balance, 
based on how far you have travelled. It is 
important to remember to touch off , otherwise 
the card will charge you a maximum fee for the 
journey. If remembering is tricky for you, or 
you are unable to touch on and off  due to your 
disability, you may be able to talk with your 
doctor about organising a Translink 
access pass.
You can buy a go card
>> online (see link below) 
>> at your nearest station 
>> some newsagencies
>> by calling 131230 (24 hours) 
Concession cards
If you are a full-time student or have a pension 
card, you may be entitled to have a transport 
concession card that allows you to travel for a 
reduced fare. This is a special Translink card 
(your student ID is not enough) and must 
be carried with you while you are on public 
transport.
Translink 
 http://translink.com.au/
          13 12 30
@
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If you have an injury or medical condition it is 
important to speak to a doctor about whether 
you are safe to drive a car.  You may need a medical 
certifi cate confi rming your fi tness to drive and your 
doctor may also recommend that your licence be 
subject to conditions.
Medical conditions that could eff ect someone’s 
ability to drive safely include: 
>> Acquired brain injury
>> Cerebral palsy
>> Limb defi ciency/amputation
>> Spinal cord injury
Why do I need a special driving test?
Driving requires many skills such as concentration, 
good visual skills, fast physical reaction time, 
physical coordination, and judgement and fast 
thinking skills.  If you have a medical condition, you 
may fi nd some of these skills hard.  
You are required by law to disclose any medical 
condition that may eff ect your driving – see Jet’s Law 
below – for the safety of yourself and others.
It is also important to disclose your condition/
driving restrictions to your car insurance provider 
as it may not cover you if you have an accident and 
have not declared your medical condition.
Getting a licence
Medical certifi cate
The fi rst step is to visit your doctor 
who will check your vision and give 
you a medical certifi cate requesting 
an Occupational Therapy Driving 
Assessment.  (see ???  ) .
Learner licence
Queensland has a graduated driver licensing system 
that encourages safe driving. The fi rst stage is to 
get a learner licence. You can apply for your learner 
licence 
at the age of 16. 
To get your learner licence, you must: 
1. Get a copy of ‘Your keys to driving in Queensland’ 
which is a complete guide to Queensland’s road 
rules. You can download or order a copy from 
www.tmr.qld.gov.au or buy it from a Transport and 
Main Roads (TMR) customer service centre or a 
Driving
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Jet’s Law
Licence holders are required by law disclose to 
the Department of Transport and Main Roads 
details of long-term or permanent medical 
condition that is likely to adversely aff ect their 
ability to drive safely. If you fail to report your 
condition, you may receive a penalty of more 
than $6,000 and be disqualifi ed from driving.
In 2004, a driver with epilepsy had a seizure 
and crashed into the car, 22-month-old Jet 
Rowland was travelling in. Jet was killed by the 
impact of the crash. Medical condition reporting 
legislation introduced aft er the tragic death of 
Jet Rowland has been named ‘Jet’s Law’ in his 
recognition.
participating newsagent in Queensland.   
2. Complete a Driver Licence application form
Note: Remember to tick medical condition box and  
take your medical certifi cate with you
3. Pass the written road rules test. You must take 
this test at a TMR customer service centre. 
Before you take the test, you can do a practice 
road rules test on the TMR website. Practice test 
questions can also be found in Your Keys to Driving 
in Queensland.
You can search for your nearest centre at 
www.tmr.qld.gov.au
Learning to drive 
1. Have an occupational therapy driving 
assessment if requested by your doctor.
2.  Get ‘L’ or ‘Learner’ plates
3.  Complete 100 hours of supervised on road 
driving in the TMR Learner Logbook supplied 
when you passed the Learner Licence test.
Driving test
Once you have held a learner licence for at least 12 
months, accumulated 100 hours of on road driving 
experience and passed an online hazard perception 
test and practical drivng test, you can progress to a 
provisional licence.
When you complete a Driver Licence application 
form, remember to tick medical condition box 
and take your medical certifi cate with you. 
Queensland Transport
 www.tmr.qld.gov.au
 13 23 80
RACQ Learn2Go (maps for learner drivers)
          www.learn2go.com.au@
@
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HOSPITALS
PA Hospital 3176 7659
Logan Community    3290 8900 
West Moreton: Ipswich     1800 607 030
Rockhampton Hospital 4920 6486 
 
COMMUNITY HEALTH                         
Helensvale      1300 668 936
Bundall 5570 8500
Townsville  4799 9500              
COMMONWEALTH REHABILITATION SERVICES 
(CRS)
Brisbane offi  ce  3247 1500
OT driving assessments may be conducted 
as part of a vocational rehabilitation program 
A list of OT driving assessors can be found 
at the OT Australia Qld website: 
www.otqld.org.au
DRIVING SCHOOLS WITH MODIFIED VEHICLES
RACQ 3872 8925
Driving Ed & Training Services  3821 5331
OT driving assessors and 
specialised driving schools
Occupational therapy driving assessments  
Your doctor is responsible for determining your 
medical fi tness to start driving. An occupational 
therapy (OT) driving  assessment will help them to 
make this decision.
The assessment
The OT driving assessment will take about two hours 
and includes a clinic-based (off  road) and an on-
road assessment. 
Clinic-based assessment
You will be asked to complete some thinking tasks 
and physical tasks. 
On Road Assessment (45 minutes)
You will complete driving tasks in a dual-control car.  
An occupational therapist and driving instructor will 
be in the car with you.
Outcome
You will be told at the end of the assessment if you 
are safe to continue driving,  need further lessons, 
car modifi cations or need to stop driving. A report is 
sent to your doctor.
You will need to bring to your assessement:
1. A valid learners permit
2. A copy of your medical certifi cate
3. A recent vision assessment
Cost
Assessments can cost from $350 depending on 
individual need.
Medicare rebates ($50) may be available. Ask your 
GP about a Chronic Illness Plan
If you are registered with or eligible to receive 
services from Department of Communities, you 
may receive funding assistance for the driving 
assessment and a conibution towards any 
modifi cations and recommendations that result 
from this (limits apply). The driving assessor must 
be a registered provider for the Vehicle Options 
Subsidy Scheme (VOSS) program. 
Ask your QPRS occupational therapist for more 
details. 
Note: Depending on where you live, there may be 
no public hospital or community OT assessors 
available or a long waiting list to see them, so you 
may choose to use a private OT assessor. 
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Budgeting 
Part of being independent means managing your 
money so you spend less than you earn. Making 
sure you have some money left  over means you can 
cover surprise expenses or save up for something 
you want.  You can make your own simple budget 
to plan and track how much money you earn and 
spend. 
For example, a fortnightly budget might look like 
this:
Finances 
account (e.g., power $10.00 per week, rent $60.00 
per week). One suggestion is to keep your bill 
money, your food money and your spending money 
all separately. This will ensure that you won’t get 
tempted to spend your bill money on extra food, or 
your food money on CDs. A budget sheet is a good 
way to help you organise your own money. A budget 
should always be reviewed every month or so to 
make sure you’re on track.
Need more help?
If you fi nd it diffi  cult to stick to a budget and oft en 
spend more then you earn, there are services that 
can assist you manage you money. These include:
Budgeting advice services
Check out local neighbourhood centres for programs 
or Google services on the internet 
 Centrelink
Can help pay your bills from your allowance before it 
gets put into your bank account.
 Public Trustee
Can help manage your fi nances, ensure that 
your bills get paid and allow you a small weekly 
allowance to spend on what ever you want.
www.pt.qld.gov.au
INCOME
Salary/wages $
Austudy/Centrelink payment $
Other wages/income $ 
TOTAL INCOME $
LIVING EXPENSES
Rent $
Electricity $
Gas $
Water $
Clothing $
Telephone $
Medical/Dental $
Leisure $
Food $
Travel/Petrol $
Other $
TOTAL expenses $
Total income minus total expenses $
Savings money $
Bills and receipts 
Keep all your receipts in one place, because 
that is the only proof you have that you have 
paid your bills. Look at what bills and expenses 
you have, such as rent, electricity, phone, food, 
transport, medication and health care supplies and 
entertainment expenses. Decide how oft en and 
how much money you are going to put towards each 
32Children’s Health Queensland Hospital and Health  Service
Queensland Paediatric Rehabilitation Service 
Banking 
How you manage your money may change now 
that you have become an adult. Oft en people have 
children’s bank accounts that were opened for them 
by their parents. You may have to consider opening 
a new account now that you are no longer a child.
How do I open a bank account?
To open an account, you will need to provide the 
bank with identifi cation. They will usually ask for a 
number of items such as a driver’s licence, 18+ card, 
student ID, Medicare card or birth certifi cate.
Which bank should I choose?
Before choosing a bank, you should consider how 
you want to access your money. Do you want it in a 
savings acoount, withdraw it to spend as needed or 
maybe you want to use a card for all your spending? 
These questions will help you decide which account 
suits you best. Banks usually charge fees for 
diff erent services, so fi nd out what these are. Make 
sure you compare the diff erent banks before you 
pick an account.
www.infochoice.com.au/banking.aspx
www.banks.com.au
What is a PIN?
A PIN (or personal identifi caton number) is a number 
you use to access your accounts at an ATM or via 
an EFTPOS machine at a shop. It is important to 
remember them and not to give them to anyone 
else. Don’t keep a copy of your PIN with your card 
either.
Stolen card
If your card is lost or stolen, you must ring your bank 
immediately. They will cancel the card so no one can 
use it and then give you another one. Most banks 
have a 24-hour emergency contact number. 
What is direct debit?
A direct debit is when you allow a business to take 
regular payments for something out of your account, 
including credit cards (e.g. a gym membership). 
You can cancel these with the bank even though 
the business may tell you that you can’t. You need 
to cancel in writing. Date the letter that you give the 
bank, send a copy to the business and keep a copy 
for yourself.
Mobile phones 
Mobile phones are a convenient 
way to communicate. You can also 
load them with apps for reminders 
and alerts, maps and directions.
Things you should know
Prepaid phones
Prepaid phones allow you to buy your handset 
without having to sign a contract or have a 
credit rating. To make calls, you buy prepaid 
phone cards in advance, so you don’t get 
mobile phone bills or build up credit debts. 
This is the best way to avoid large bills you 
can’t aff ord.
Contract/payment plans
If you decide to use a payment plan, you will 
need to sign a contract, which means you 
legally have to pay for all of the phone calls, 
text messages and data that you use. You 
usually have to do this for a set period of time, 
for example, 12 or 24 months. You have to be 
18 to sign a mobile phone contract, otherwise 
you will need to have an adult sign as well.
What things should I consider before 
deciding on a phone?
If you are thinking about getting a mobile 
phone, updating a current phone or changing 
your plan, your should shop around for 
the best deal.  Ask yourself the followng 
questions:
>> How much can I aff ord? 
>> Do I understand what the contract says?
>> Do I have to pay for the phone and
 connection? 
What are the call charges to diff erent places 
at diff erent times? 
>> How much are extra features such as
 voicemail and SMS? 
>> What’s the minimum monthly payment? 
 Are there any free calls? 
>> What are the ongoing commitments 
 (length of contract)?
>> Is there a cancellation fee?
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Choosing a career
Relax! It’s OK if you do not have to know exactly 
what you want to be by the time you fi nish school. 
Chances are you are going to change your career 
many times over your life. The most important 
thing is  to start thinking about your options .
To get started, try asking yourself: 
>> What am I good at? 
>> What am I passionate about? 
>> What are my skills and talents? 
>> Do I want to work with other people? 
>> Do I want to work in an active job?
You can also explore your options 
>> Exploring options
>> Do some work experience
>> Talk with family and friends about possibilities
>> Search the internet
Work experience 
Work experience gives you a chance to try out the 
types of jobs you are considering. It allows you to 
participate in the every day activities of a workplace, 
see if you are suited to that type of work and can 
oft en be a helpful fi rst step towards fi nding a job.
While work experience is usually unpaid, it gives you 
experience to put on your résumé.
 www.myfuture.edu.au
          www.mycareermatch.com.au
          www.workexperiencedirectory.com.au
@
     Research shows people 
can go through 30 jobs across 
5 diff erent industries in a 
working lifetime. So if you 
don’t like a job you tried for 
work experience, it’s OK.  
       Just try something else. 
How do I decide what to do?
Make a list of things that you might like to do when 
you fi nished school.
Talk with other people to fi nd out what they have 
tried.
Talk with the school guidance counsellor.
Talk with QPRS staff  about your options.
How do I get work experience?
This can sometimes be organised through your 
school. Talk with your guidance offi  cer about this. 
If you have fi nished school, employment agencies 
may assist you in making contact with employers.
You can also do it yourself, just fi nd a company 
you wish to experience and contact them directly. 
34Children’s Health Queensland Hospital and Health  Service
Queensland Paediatric Rehabilitation Service 
Job capacity assessments
If you are seeking support in gaining 
employment through a specialised agency, 
you may be asked to take a job capacity 
assessment. This is also required to obtain 
a disability support pension from Centrelink. 
The assessment
It involves a face-to-face interview at a 
Centrelink offi  ce. During the interview, you 
will be asked what you can do and what 
things that you may need help with once you 
are working. A friend or a family member can 
attend this appointment with you.  
Things they need to know
The Centrelink offi  cer will ask if you:
>> have an physical diffi  culties.
>> get very tired easily.
>> take longer to do some things 
 and learn new skills.
>> get overwhelmed with lots of noise 
 and people.
What to take?
Your rehabilitation reports and any other 
documents about your condition or head 
injury. If the job capacity assessor needs 
more information, they may ask permission 
to contact your doctor or other health 
professional, or ask you to get it. In some 
cases, they may pay for you to have a specialist 
medical or psychologist assessment.
What happens aft erwards?
The assessors will complete a report making 
recommendations regarding:
>> how many hours you have the capacity
 to work (there are three categories: under
 eight hours, eight to 15 hours and 16 to
 30 hours. Thirty hours is considered full
 -time employment. 
>> what type of employment agency would 
 best be able to support you.
>>  fi nancial assistance you may be entitled to .
Getting a job
The benefi ts of having a job include:
>> earning money
>> gaining experience
>> meeting new people.
Contact employers directly
If you have identifi ed a few businesses or 
organisations that you would like to work for, 
try preparing your résumé or CV and sending 
it directly to them. You should attach a letter 
introducing yourself and asking if they would 
consider you for any positions they have available. 
For helpful tips on creating good résumés, talk 
with your guidance offi  cer or careers counsellor at 
school. 
Advertised jobs
Jobs can be advertised in newspapers or on online 
recruitment websites such as 
Employment agencies
You can register with employment/recruitment 
agencies for free and if they have a job that 
matches your skills, they will tell you about it and 
can arrange the interviews. They can also assist 
people who require more supportive employment 
options.
Networking
One of the best ways to fi nd your fi rst job is 
through a referral from people you know. Spread 
the word among your friends and family. Explain 
what type of work you’re looking for, that you’re 
 www.myfuture.edu.au/com
          http://jobaccess.gov.au/JobSeekers
www.seek.com.au
www.mycareer.com.au 
www.careerone.com.au 
@
 www.centrelink.gov.au
 13 2850          
@
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While at high school you may have had some 
support from your teachers to help you learn and 
complete assessments. Some of this support may 
also be off ered through the TAFE and University 
you wish to enrol in. This can be accessed through 
the Disability Service Offi  cers (DSO) found at the 
student services at your TAFE or University.
What Disability Service Offi  cers (DSO) do:
DSOs provide information and assistance to 
students with a disability.  Although you may not 
see your head injury as a disability, the law states 
that if you have a head injury that you are entitled to 
receive support services. DSOs work collaboratively 
with students to identify their support requirements. 
This means that you can have a say in how you want 
to be supported. The DSOs don’t know your school 
history so it is up to you to tell them what happened 
to you and the impact that this has on your learning. 
You can use your medical reports from QPRS to help 
with this process. It is best to get this support early 
– you can always decrease the amount of support 
you get but sometimes it is too late to get help aft er 
the assessments are fi nished.
DSOs can help with 
>> providing physical equipment for you to access
 the classrooms
>> providing modifi cations to the course based on
 the ‘reasonable adjustment’ concept
What is reasonable adjustment
The ways DSO can help are ruled by what is called 
“reasonable adjustment”. This basically states that 
they can not provide special advantages to you 
(you will still have to sit the exams and prove that 
you can do what the subject is teaching) but they 
can make some changes that you have the same 
opportunities as other people doing the course 
(give you more time to write your exams).  
How to contact them
An appointment can be made with the disability 
support offi  cers by contacting student support 
services at your specifi c TAFE or University. 
Check their website for contact details.
Further education support
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This is a checklist that talks about some of the things that people need to know or do once they are an adult. 
Next to each statement, tick the box that describes you the best.  
I need full support to do this   A family member or friend has to do it all for you
I do half of this myself   You do part of it, and a family member dose half
I do most of it myself is where you do most of it but someone will help you to start, fi nish or helps with some 
other small part in the process. This might be some memory reminders, setting things out on a bench ready for 
you, or telling you to keep going until you have fi nished.
I do it by myself  You can perfrom the activity with no help at all
I can direct someone to do it  You may not be able to physically do the activity, but you know how it is done and 
can tell someone when and how to do it for you.
Moving On  Preparing for Adulthood Checklist
Not ap-
plicable 
to me
I need full 
support 
to do this
I do half 
of this 
of this 
myself
I do most 
of this 
myself
I do it 
myself or 
can direct 
someone 
else
Social and Emotional Wellbeing
Spending time with friends outside of school
Behaving apprpriately around other people
Choosing my own social and recreation activities
Knowing my interests, talents and abilities
Knowing how my head injury has impacted my 
view of myself
Knowing what makes me upset or worried
Knowing what to do when feeling stressed or worried
Speaking up for what I want or need
Making decisions
Knowing who can help me if my family can not
Knowing how my role in the family will change as 
I become an adult
Knowing when and how to disclose (tell people) information 
about myself
Living Skills
Managing my personal care needs 
(showering, toileting, dressing)
Taking care of my belongings
Making meals 
Participating in household chores
Spending time at home alone
Using a telephone
Using the internet safely
Know how to fi nd out about things
Managing my money / sticking to a budget
Buying the things I want or need
Using a bank account
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Not ap-
plicable 
to me
I need full 
support 
to do this
I do half 
of this 
of this 
myself
I do most 
of this 
myself
I do it 
myself or 
can direct 
someone 
else
Living Skills
Knowing your restrictions to driving (if any)
Using public transport
Getting around the community safely
Ask for directions or locate places using signs
Road safety
Knowing how to get help in an emergency
Knowing about accommodation options for the future
Knowing the responsibilities of being an adult eg: voting, legal 
rights
Health and Wellness
Knowing my allergies
Knowing my medications, what they are for and their side eff ects
Providing my medical history as needed to people
Understanding, knowing and explaining how my condition 
impacts my every day life
Knowing who my GP and other health professionals are
Knowing how to make an appointment
Understanding issues about sexuality
Taking responsibility for eating well and exercising
Knowing the impact of smoking, drugs and alcohol on my 
condition and overall health
Knowing the activities that I am not to do because they put me 
and others at risk
Knowing my health care routines and supplies
Knowing how to use, order and look aft er my equipment
Participating in my health care appointments (ask and answer 
questions and make decisions)
Setting goals with my health professionals
Knowing my rights to privacy, making decisions and consent 
Knowing about public and private health care 
Having my own Medicare card
Knowing about the costs of health care and supplies
Adult services
Knowing what adult services are available 
Knowing how to access adult services when I need to
Understanding how the adult system is diff erent 
Work and Study
Knowing how my head injury aff ects my learning and work
Having an idea about what I want to do aft er school
Know the steps I need to take to do further study
Knowing how to get a job
Accessing Centrelink servcies
